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ABSTRACT
PSYCHOMETRIC EVALUATION OF AN INSTRUMENT 
FOR ASSESSING POLICY OUTCOMES FOR FAMILIES 
WITH CHILDREN WHO HAVE SEVERE DEVELOPMENTAL DISABILITIES: 
THE BEACH CENTER FAMILY QUALITY OF LIFE SCALE
Joni Taylor McFelea 
Old Dominion University, 2007 
Chairperson: Stacey B. Plichta, Sc.D.
The purpose of the study was to evaluate the psychometric properties of the 
Beach Center Family Quality of Life Scale (BCFQLS) in a sample of families with 
children who have severe developmental disabilities. The study sought to determine 
whether or not the scale could be used to measure the quality of life of such families and 
to differentiate between the quality of life of two family groups -  those whose child lives 
in the family home and those whose child lives outside the family home.
The study used an observational, cross-sectional design and both qualitative and 
quantitative methods. Self-identified primary caregivers of 54 families with children who 
have severe developmental disabilities in the Tidewater, Virginia area completed three 
surveys and provided additional input for the purpose of assessing the internal 
consistency and test-retest reliability of the BCFQLS as well as its face, content, and 
criterion validity when used with such families.
The BCFQLS was found to be a fairly reliable and valid instrument for measuring 
the quality of life of individual families with children who have severe developmental 
disabilities and reside either in or outside the family home. Study limitations are 
identified and discussed, and suggestions for scale improvement and future research are 
provided.
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CHAPTER I: INTRODUCTION
PURPOSE OF THE STUDY 
The purpose of the current study was to evaluate the psychometric properties of 
the Beach Center Family Quality of Life Scale (BCFQLS) in families with children who 
have severe developmental disabilities. It was administered to two samples of families 
with school-aged children (6-21 years inclusive) who have severe developmental 
disabilities. One sample consisted of families whose child lives in the family home. The 
other sample consisted of families whose child lives in an institution. The psychometric 
properties of the BCFQLS when used with these populations were unknown prior to the 
study. In particular, the current study sought to test specific aspects of the reliability and 
validity of the scale. The study also sought to establish whether or not the instrument 
could be properly used to differentiate between the quality of life of these two types of 
families. The study provides information about the BCFQLS that may be useful to 
policymakers in their efforts to enact evidence-based procedures that will enhance the 
quality of life of families with children who have severe developmental disabilities.
BACKGROUND OF THE RESEARCH PROBLEM 
Family Quality of Life
The present interest by health researchers in measuring family quality of life has 
evolved over time. Initially, researchers developed tools to measure various aspects of an 
individual’s health, such as his or her emotional, physical, or social functioning. From 
that beginning, instruments were created that combined these aspects into a single 
measure. These tools were originally identified as measures of general health status or 
health-related quality of life (McDowell & Newell, 1996). They have more recently been
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
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termed quality of life measures and health-related quality of life measures for individuals. 
One of the first (and still most commonly used) measures is the 36-item short form of the 
Medical Outcomes Study questionnaire (SF-36) (Rand Corporation and John E. Ware,
1990). Other examples of these instruments include the Quality of Life Index and the 
Quality of Life Questionnaire (McDowell & Newell, 1996).
Within the developmental disabilities field, the attention given to individual 
quality of life has more recently expanded to include that of the individual’s family. This 
interest in family quality of life has arisen because of an increasing awareness that 
disability affects both the individual and his or her family (Poston, Turnbull, Park, 
Mannan, Marquis, & Wang, 2003; Turnbull, Marquis, Hoffman, Poston, Summers, 
Mannan, & Wang, 2005). However, few of the health-related quality of life scales have 
been tested in a population of children who have developmental disabilities, and even 
fewer have been tested in a population of their families. Developing a psychometrically 
sound scale for measuring the quality of life of families with children who have 
developmental disabilities has therefore become an important research focus.
Definitions
Family and Family Quality o f Life
There are numerous types of family structures within which people live. Families 
may include many diverse members, such as parents, grandparents, same-gender partners, 
and biologically unrelated friends. The structures of families with children who have 
severe developmental disabilities are no exception. The definition of the term family 
used in the current study was adopted from that used by the developers of the BCFQLS.
It is a unit that consists of “the people who think of themselves as part of the family,
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whether related by blood or marriage or not, and who support and care for each other on a 
regular basis” (Poston et al., 2003, p. 319). Likewise, the term family quality o f life has 
been defined by the developers of the BCFQLS, and their definition was also used for the 
current study. It refers to the degree to which a family’s needs are being met, family 
members enjoy their life together as a family, and family members have opportunities to 
engage in activities that are important to them (Park, Hoffman, Marquis, Turnbull,
Poston, Mannan, Wang, & Nelson, 2003).
Severe Developmental Disability
A single, concise, and specific legal definition for the term severe developmental 
disability has defied identification by this researcher. Various agencies at the federal 
level use the term differently. For example, the National Center on Birth Defects and 
Developmental Disabilities (a division of the Centers for Disease Control and Prevention 
of the United States Department of Health and Human Services), the National 
Dissemination Center for Children with Disabilities (which is funded by the United States 
Department of Education), and the United States Census Bureau (a division of the 
Economic and Statistics Administration of the United States Department of Commerce) 
each use different terms to describe children who have severe mental retardation, which 
is one of the many types of developmentally disabling conditions (United States Census 
Bureau, 1994; National Center on Birth Defects and Developmental Disabilities, 2003; 
National Dissemination Center for Children with Disabilities, 2003).
The term developmental disability, however, has been defined by federal law. It 
is a severe, chronic condition that: (1) is attributable to a mental or physical impairment 
or combination of mental or physical impairments; (2) is manifested before age 22 years;
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(3) is likely to continue indefinitely; (4) results in substantial functional limitations in 
three or more of the following areas of major life activity -  learning, receptive and 
expressive language, mobility, self-care, self-direction, capacity for independent living, 
and economic sufficiency; and (5) reflects the person’s need for a combination and 
sequence of special, interdisciplinary, or generic care, treatment, or other services which 
are of lifelong or extended duration and are individually planned and coordinated (The 
Federal Developmental Disabilities Act of 1984, P.L. 98-527, Section 102[7]).
In the current study, the term severe developmental disability was defined as a 
developmental disability characterized by the presence of severe limitations in cognition, 
communication, and mobility. Explicitly, participating families were those with a child 
member whose developmental disability was judged by the researcher to be severe based 
on a combination of three primary caregiver perceptions of their child: (1) his or her 
ambulatory ability (ambulatory, ambulatory with assistance, or non-ambulatory); (2) his 
or her communication ability (whether or not the child is able to speak conversationally); 
and (3) the level of his or her mental retardation (none, mild, moderate, severe, or 
unknown). The final sample was comprised of primary caregivers who perceived their 
child’s ambulatory abilities to range from ambulatory with assistance to non-ambulatory, 
their child’s communication abilities to range from being able to speak conversationally 
to not being able to speak conversationally, and their child’s level of mental retardation to 
range from none to unknown. The majority (73.5%) of the final sample was comprised 
of primary caregivers who reported that their child has a combination of an inability to 
ambulate either with or without assistance, an inability to speak conversationally, and 
severe mental retardation.
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5
The BCFQLS
The BCFQLS was tested to determine whether or not it is an appropriate measure 
of the quality of life of families with children who have severe developmental disabilities. 
Additionally, measurements of each of the five domains that comprise the BCFQLS -  
disability related support, emotional well-being, family interaction, parenting, and 
physical/material well-being -  were obtained. These five domains have been identified 
through an extensive research process that utilized a participatory action model and 
incorporated both qualitative and quantitative methods. Details of this research process 
are discussed in the next chapter (Park et al., 2003; Poston et al., 2003; Turnbull, 2003; 
Turnbull et al., 2005).
The five domains that comprise the BCFQLS have been conceptualized as 
follows. The disability-related support domain includes two aspects that deal with the 
extent to which families have a good relationship with service providers and feel that the 
member who has a developmental disability has the support necessary to make friends 
and progress at home and at school The emotional well-being domain consists of four 
statements that measure the degree to which a family and its members have persons 
available to them to meet their special needs, provide support, and relieve stress and the 
ability of family members to pursue their own interests. Family interaction refers to the 
amount to which a family and its members communicate openly, demonstrate their love 
and care for each other; enjoy spending time together, handle “life’s ups and downs”, 
solve problems together; and support each other. Parenting involves the level to which 
adults have time to take care of the needs of every child, know other people in their 
children’s lives (such as friends and teachers), and teach their children to make good
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decisions; additionally, it considers the areas of the family’s helping the children with 
schoolwork and other activities and teaching the children independence and how to get 
along with others. The physical/material well-being domain is concerned with two 
disparate characteristics: (1) a family’s ability to access needed transportation, meet 
expenses, and obtain necessary dental and medical care; and (2) the degree to which a 
family feels safe at home, in the neighborhood, and at school and the workplace 
(Turnbull et al., 2005).
Epidemiology
Prevalence o f Families With Children Who Have Severe Developmental Disabilities
The precise national proportion of families with school-aged children who have 
severe developmental disabilities is unknown; however, an estimated prevalence rate of 
5.0 per 1000 families can be derived from existing data (Boyle, Yeargin-Allsopp, 
Doemberg, Holmgreen, Murphy, & Schendel, 1996; Fujiura, 1998; Larson, Lakin, 
Anderson, Kwak, Lee, & Anderson, 2001). This estimated prevalence rate of 5.0 per 
1000 families likely represents the upper limit of the actual prevalence rate of families 
with children who have severe or profound mental retardation and/or other 
developmental disabilities. The rate is almost certainly inflated because the two samples 
of children that initially served as the basis for its calculation are not representative of the 
national population of children who have developmental disabilities. The first sample 
includes a portion of children who do not have mental retardation, and the second is a 
sample comprised entirely of children whose only developmental disability is mental 
retardation. With this caveat in mind, the remainder of this section will describe how the 
upper limit of 5.0 per 1000 families was calculated.
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First, a group of researchers estimated that the prevalence rate for school-aged 
children who have mental retardation and/or other developmental disabilities is 31.7 per 
1000. The researchers obtained this estimate from the Disability Supplement of the 1994 
and 1995 National Health Interview Survey (NHIS). This rate represents the occurrence 
of the condition in non-institutionalized, non-military children (Larson et al., 2001). 
Second, the rate of children who have severe or profound mental retardation was 
estimated based upon a study conducted by the Centers for Disease Control and 
Prevention (CDC). The CDC sample contained what was felt to include all children ages 
3-10 years residing in the five-county area of metropolitan Atlanta at the time that had 
mental retardation. The researchers found that 15 percent of them had mental retardation 
that fell within the severe to profound range (Boyle et al., 1996). Whether or not this 15 
percent figure was elevated due to the poor and urban nature of the sample is unknown. 
Although there is a positive correlation between poverty and developmental disability 
(Fujiura & Yamaki, 2000), there is no evidence in the literature of a relationship between 
poverty and severity of developmental disability. Multiplying the estimated prevalence 
rate of children who have any degree of mental retardation and/or other developmental 
disabilities (that is, 31.7 per 1000) by 15 percent generates an estimated national 
prevalence rate of roughly 5.0 per 1000 children who have severe or profound mental 
retardation and/or other developmental disabilities. Finally, that figure leads to the 
estimated prevalence rate of 5.0 per 1000 families with school-aged children who have 
severe or profound mental retardation and/or other developmental disabilities. It is 
extremely uncommon for a family to have more than one child member who has mental 
retardation and/or other developmental disabilities (Fujiura, 1998). Therefore, the
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prevalence rate for children of 5.0 per 1000 children can be assumed to apply to families 
as well.
Again, it is likely that this estimated rate of 5.0 per 1000 families represents the 
upper limit of the actual prevalence rate of families with children who have severe or 
profound mental retardation and/or other developmental disabilities. Principally, the 
estimated rate of 31.7 per 1000 children was derived from a sample of children who may 
have had a developmental disability other than mental retardation. The true rate of 
children who have severe developmental disabilities as defined by the current study must 
therefore be less than 31.7 per 1000. Since that particular statistic served as the basis for 
all other calculations, it follows that the estimated rate of 5.0 per 1000 families is also 
artificially high.
Specific to the geographic area in which data for the current study was collected, 
a prevalence rate of 0.24 per 1000 families can be estimated. This estimate is based on 
data provided by one of the local public school districts that participated in the study.
The school district served 21 children who met the study’s criteria for their family’s 
participation at the time the study was conducted. The 2000 census reveals that, at that 
time, there were approximately 86,210 households in the city served by the school district 
(United States Census Bureau, 2000). Accordingly, a simple mathematical calculation 
[(21/86,210)1000] yields the prevalence rate of 0.24 per 1000 families with children who 
have severe developmental disabilities and live in the family home.
Neither the precise nor estimated ratios of families whose child lives in the family 
home to those whose child lives outside the family home is possible to calculate. It is 
probable, however, that a far greater percentage of children live in the family home as
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
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opposed to outside-the-family-home residences based on the following available 
information. In 1998 a documented 21,065 children under the age of 18 years who had 
developmental disabilities of various severity levels were living in formal supervised 
outside-the-home dwellings (Braddock, Emerson, Felce, & Stancliffe, 2001). It is also 
known that the majority of children who have developmental disabilities live in family 
homes as opposed to outside-the-family-home residences (Fujiura, Roccoforte, & 
Braddock, 1994; Braddock et al., 2001). However, it is acknowledged that children who 
have comparatively more severe developmental disabilities comprise a greater percentage 
of inhabitants of outside-the-family-home residences than children who have less severe 
developmental disabilities (Blacher, 1994; Gallimore, Coots, Weisner, Gamier, &
Guthrie, 1996; Strauss, Eyman, & Grossman, 1996).
Distribution
In addition to the fact that the prevalence rate of families with school-aged 
children who have severe developmental disabilities is unknown, the distribution pattern 
of families with children who have severe developmental disabilities is also unknown. It 
has been shown, however, that the presence of general developmental disabilities in 
children is more prevalent in some types of family structures than in others; families that 
are headed by women, impoverished, and larger are more likely to include a child 
member who has mental retardation and/or profound disabilities than other families.
There is a relationship between family poverty and developmental disability. 
Fujiura (1998) found that households that were supporting a family member of any age 
who had mental retardation and/or another developmental disability had larger household 
sizes, lower household incomes, and a younger average household age than the national
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
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average. Fujiura also found a significant difference between households that were 
supporting a member of any age who had mental retardation and/or another develop­
mental disability and the national average in terms of the percentage of households 
headed by a single parent (40% versus 21% respectively). These findings were based on 
an analysis of the 1990 and 1991 samples of the Survey of Income and Program 
Participation (SIPP). The SIPP is a nationally-representative survey of economic well­
being that has been conducted annually by the United States Census Bureau since 1983. 
The total sample size in Fujiura’s 1998 study was approximately 91,000 individuals who 
represented 34,000 households. Fujiura and Yamaki (2000) found that the likelihood of 
having a child who has a developmental disability is 1.86 times higher in households 
living in poverty than in non-poverty households. They also discovered that, based on a 
longitudinal analysis of 1983-1996 NHIS data, the strength of the relationship between 
poverty and childhood developmental disability is increasing. In fact, it increased greater 
than 50 percent between the years of 1983 and 1996 (that is, from 1.00 times more likely 
in 1983 to 1.86 times more likely in 1996).
The relationship between socioeconomic status and child residence has received 
little recent attention by researchers. A literature review of articles published during the 
past decade, in fact, revealed only one study that addressed an approximation of the topic. 
Essex, Seltzer, and Krauss (1997) analyzed predictors of residential placement. Their 
multivariate analysis revealed a non-significant trend between family income and 
placement of an adult child who had mental retardation of an unspecified degree. 
Specifically, they found that families with lower income were more likely to care for 
their adult child in the family home as opposed to placing him/her outside the family
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
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home. Since families whose children live in places other than the family home often bear 
no cost for the care provided to their child (Wallace & Gittler, 1997), this finding seems 
counter-intuitive. It has been hypothesized, however, that families with less income more 
greatly value interdependence among their members. This expectation of inter­
dependence may explain why these families tend to care for their adult child who has 
mental retardation in the family home (Essex et al., 1997). It is also possible that the 
placement of a child outside the family home enables a greater number of the family’s 
members to secure gainful employment and thereby contribute to the family’s income. 
Whether or not this finding also applies to families with children who have severe 
developmental disabilities is unknown.
Cost
Family-Borne Costs
Costs Borne by Families Whose Child Lives in the Family Home
Families, along with their friends and neighbors, provide approximately 64% of 
the direct care given to people who have developmental disabilities (http://www.hhs.gov/ 
newfreedom/prelim/caregive.html). It is generally understood that it is expensive to 
provide this care. Despite this fact, families generally receive little direct assistance and 
therefore bear the majority of the cost themselves. This can create enormous financial 
pressures and have a significant negative impact on a family’s financial status (Cohen & 
Birenbaum, 1997; Crocker, 1997; Giardino & Arye, 1997; MacQueen & Gittler, 1997; 
Wallace & Gittler, 1997; Harris, Glasburg, & Delmolino, 1998; Bruns, 2000).
The total monetary cost to families associated with the care of children who have 
developmental disabilities is not easily assessed (Marcenko & Meyers, 1994; Crocker,
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
12
1997). This cost is influenced by a wide variety of direct and indirect costs. Direct costs 
may be incurred for such things as the purchase of food necessary for specialized diets. 
For some children, home modifications are needed to accommodate specialized equip­
ment. Children whose mobility needs are met via a wheelchair will often require a 
customized van for transportation. It may be necessary for families to rent hotel rooms 
for their child’s out-of-town appointments with medical specialists. Another significant 
indirect cost is lost income due to the inability of the primary caregiver to engage in paid 
employment outside the home. This inability may be due to a lack of adequate, 
affordable, and specialized child care (Marcenko & Meyers, 1994; Warfield & Hauser- 
Cram, 1996; Kohrman & Kaufman, 1997; Dinnebeil, L.A., Mclnemey, W., Fox, C.., & 
Juchartz-Pendry, K., 1998, Booth & Kelly, 1999; Bruns, 2000). Given the difficulty in 
assessing the total cost of care, it is not surprising that the literature is devoid of studies 
that quantify that expense to families.
Also unavailable is peer-reviewed research regarding the cost of caring for a child 
whose developmental disability is severe. In a recent court case, however, a jury’s ruling 
sheds some light on the public's perception of this cost. The family of a child who is 
unable to ambulate or speak was recently awarded $27.6 million in a civil lawsuit against 
the hospital at which the child was delivered. A life planner testified that it would require 
a minimum of $16 million to care for the child for the remainder of his life. The jury no 
doubt used that testimony to decide the amount awarded to the family as result of the 
hospital’s negligence (The Louisville Courier Journal, April 20, 2004).
Despite the high monetary cost, families caring for children who have 
developmental disabilities receive only three to four percent of the total public funds
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allocated for the care of people who have developmental disabilities (Braddock, 1999; 
Parish, Pomeranz-Essley, & Braddock, 2003). Advocates have proclaimed for many 
years that families are not provided the monetary means necessary to provide in-home 
care to their children. This assertion is supported by Bruns (2000), who found that the 
inability of parents to meet the cost of their pre-school child’s care contributed to their 
decision to obtain outside-the-family home placement for that child. The statement is 
also supported by the fact that families often bear no cost for the care provided to a child 
who has been placed outside the family home (Wallace & Gittler, 1997).
Families with children who have developmental disabilities also bear costs that 
are non-monetary in nature. For example, all family members must deal with a loss of 
privacy that accompanies the entry of care providers into the home (Kohrman &
Kaufman, 1997). Families may be isolated from usual social supports and sometimes 
feel ostracized because of their child’s atypical appearance and/or limited abilities 
(Reichert & Krugman, 1997). Caring for children who have developmental disabilities of 
any degree of severity is a source of chronic stress to families (Harris et al., 1998). There 
is evidence to suggest that chronic stress may have a negative impact on the health of 
caregiving pre-menopausal women by accelerating the onset of age-related diseases 
(Epel, Blackburn, Lin, Dhabhar, Adler, Morrow, & Cawthon, 2004).
Another significant non-monetary cost to families is the wide range of emotional 
responses with which they must deal. Grief, especially felt at the time of diagnosis and 
during developmental and transitional challenges, is common (Trachtenberg & Batshaw). 
Helen Featherstone, in her seminal book entitled^ Difference in the Family: Living with 
a Disabled Child (1981), devotes a chapter each to feelings of anger, fear, guilt and self­
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doubt, and loneliness. Fern Kupfer, in her revealing book about her son entitled Before 
and After Zachariah: A True Story about a Family and a Different Kind o f Courage 
(1982), writes poignantly about her strong and often conflicting and confusing emotions. 
Excerpted from her book, these feelings include: (1) “I’m physically attracted to him. 1 
think he’s beautiful. I like holding him and smelling him and kissing him. But I don’t 
know if I love him.” (p. 30); (2) “And sometimes in that first year when Zach slept too 
long into a nap and I’d think ‘crib-death’ and then, yes, the disappointment that I felt 
when I finally heard his stirring, my death wish for him having surfaced again, I’d run to 
pick him up and cry, ashamed, into his soft hair.” (p. 46); and (3) “There is a part of me 
that unequivocally rejects Zach, rejects who and what he is, a part that turns from him, 
even as I hold him in my arms, delighted to feel his breath against my neck, to kiss his 
face.” (p. 99). She speaks about loving his physical presence while at the same time 
despairing over the negative effect his disability has had on her family. Furthermore, she 
relays some of the honest feelings expressed to her by her daughter and Zachariah’s older 
sister, Gabi: (1) “I’m just feeling very hostile toward Zach. I think he gets entirely too 
much attention around here. He’s all you ever talk about.”; and (2) “Sometimes I just 
feel like yelling at him, ‘You dumb baby, you stupid-liar-dumb baby.’” (p. 108). Gabi’s 
feelings are also in conflict, however, as evidenced by the record of her actions the next 
morning: “Before I got up, Gabi was already in Zach’s room trying to comfort him, to 
hush his morning cries. Always this was a frustration for her -  Zach never stopped 
crying when he was merely talked to. He needed to be picked up. Dead weight, he was 
much too heavy for her. ‘Mommy, come. He needs you,’ Gabi called, worry growing in 
her voice. As soon as I lifted him from his crib, the crying stopped. Gabi held one
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chubby leg and kissed his thigh. ‘Wasn’t there something you wanted to yell at Zach?’ I 
said as we started downstairs. ‘No, I don’t feel like it anymore.’ Then thoughtfully, 
‘Maybe just telling you was enough.’” (p. 109). Another example of Gabi’s feelings was 
given in this passage: “I asked [Gabi] how she felt about having a brother like Zach. She 
said that it sometimes made her sad.”; “Even so, on a Christmas wish list she brought 
home from school, she forsook three-speed bikes and Barbie condominiums on the last 
line of the sheet, which read that ‘If you had only one wish, what would it be?’ and 
penciled in her neat print: ‘That my brother would be normal.’” (p. 200).
Costs Borne by Families Whose Child Lives Outside the Family Home
There is no research to date that specifically compares the financial status of 
families before and after placing their child outside the family home. It is generally 
understood, however, that families who choose to place their child in outside-the-family- 
home residences realize greatly reduced costs as a result of that decision. Mentioned 
previously, they often assume no financial cost for the care provided to their child who 
has been placed outside the family home because, in that case, costs of care are bom by 
society as a whole through public assistance programs (Wallace & Gittler, 1997).
The few studies of the non-monetary effect of placement on the child’s other 
family members have shown that effect to be basically positive (Blacher, 1994). In 
general, parents have reported: (1) greater freedom to pursue personal interests; (2) 
improved relationships with their spouses, children, and others; and (3) increased peace 
of mind and/or reduced negative feelings such as burden, guilt, and stress. They have 
reported similar positive benefits for their other children. They have noted improvements 
in family recreation, social life, and well-being. Finally, they have indicated that their
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lives and the quality of their family life would worsen should their placed child 
permanently return to the family home (Blacher & Baker, 1994; Baker, Blacher, & 
Pfeiffer, 1996; Blacher, Baker, & Feinfield, 1999; Baker & Blacher, 2002). It should be 
noted, however, that the studies from which these findings were generated are limited in 
four primary ways: (1) all have been conducted by a single research group; (2) most have 
lacked a comparison group of families whose child lives in the family home; (3) 
respondents have predominately been mothers; and (4) researchers have not used a well- 
tested instrument that specifically measures family quality of life.
Fern Kupfer (1982) sheds some personal light on her family’s feelings following 
her son Zachariah’s placement. Shortly after his second birthday, the family made the 
decision to place Zachariah, who had a severe developmental disability as defined by the 
current study, into a residential facility. She relays her husband’s sentiments as they were 
expressed to her: ‘“ I love Zachy so. Sometimes I think I love him more than I love Gabi 
because it is a pure love, just sacrifice and need. But it’s been better for us with him at 
Woodward. It’s better when he’s not in the house. I see what he does to you. When he’s 
home, your face seems all pinched and worn to me. You don’t stand up straight when 
he’s home.’” (p. 128). She describes some of her own feelings when Zachariah returns 
home for brief weekend visits: (1) “When Zach is ‘home’ in our house, the work is 
grueling.” (p. 235); (2) “When Zach is home, my teeth ache. I don’t eat well when he’s 
here; energy seeps from me like slow-drip coffee.” (p. 235); (3) “When Zach is home, the 
clocks stop ticking; everything is put on hold, as we join him in his world.” (p. 235); and
(4) “When Zach is home, he fills up the house and makes us feel like a whole family 
again.” (p. 235). Finally, Kupfer writes the following about the effect of Zachariah’s
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placement on her marriage: “So I would say that having Zach did bring us closer together 
in the final analysis, though I don’t think we could have stayed together had we kept 
Zach at home. There is, in marriage, that tenuous balance, and ultimately, I think, the 
care of such a needy child would have so destroyed the balance - 1 know the damage 
would be irreparable. Maybe short-term crises, the car-accident-I-almost-lost-you-in 
kind, pump up the marriage adrenaline and inspire new commitments. But a long-term 
crisis, the care of a child like Zach, is erosive to a relationship; too much energy is 
drained, resentments wash away the care.” (p. 209).
Society-Borne Costs
The total societal cost of caring for children who have severe developmental 
disabilities cannot be calculated from existing data; however, some sense of the lower 
limit of the cost can be estimated. It is apparent that, as a subset of all people who have 
developmental disabilities, their care is costly to society (Boyle et al., 1996; Albrecht,
1997). In the year 2000, the public spent a total of $29.3 billion on a wide range of 
services to people who had developmental disabilities (Braddock, Hemp, Rizzolo, Parish, 
& Pomeranz, 2002).
Although the precise differential costs based on age, placement, and severity 
cannot be derived from available data, two points are clear. First, the societal cost of 
caring for children who have developmental disabilities is less for those who live in the 
family home than for those who live outside the family home (Albrecht, 1997; Kohrman 
& Kaufman, 1997). Taxpayer cost savings of roughly $50,000 to $100,000 annually over 
a two-year period for each ventilator-dependent child who is cared for in the family home 
as opposed to outside the family home have been noted. Furthermore, there is evidence
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to suggest that the societal cost of caring for these children in the family home may 
decrease over time, the effect of which results in additional cost savings to taxpayers 
(Kohrman & Kaufman, 1997). Second, the societal cost of caring for a child outside the 
family home is less for children whose disability is milder than for those whose disability 
is more severe. Residents of outside-the-family home facilities who are younger than 22 
years of age and who have a greater need for daily living assistance and profound mental 
retardation are more expensive to care for on a daily basis than any other resident group 
(Rhoades & Altman, 2001).
Policy 
History and Development
According to Dillon and Holbum (2003), excellent books on the centuries-long 
history of disability policy have been published (Ferguson, 1994; Trent, 1994; Smith, 
1985; Wickham, 2001). This section will focus specifically on federal disability policy 
since the 1930s that has affected persons who have developmental disabilities and their 
families.
Buck v. Bell (1927) was a Supreme Court case that dealt with the involuntary 
sterilization of people who had developmental disabilities. In his decision, Supreme 
Court Justice Oliver Wendell Holmes claimed that children who had developmental 
disabilities were “a sap on the strength of the nation” (Perske, 2003). In spite of his 
negativity, the improved regard at the national level for children who had developmental 
disabilities was made clear less than a decade later through the passage of the 1935 Social 
Security Act. It represented the federal government’s first overt commitment to fund 
services for children who had physical disabilities. This funding was initially provided
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through State Crippled Children’s Services and Programs (Wallace & Gittler, 1997). 
Today, the Social Security Administration (SSA) continues to provide benefits to 
children who have disabilities through its Supplemental Security Income (SSI) program 
(http://www.ssa.gov). In 1995, SSI benefits spent on behalf of children who had 
disabilities were an estimated $10 billion (Perrin, Kuhlthau, McLaughlin, Ettner, & 
Gortmaker, 1999).
Two social movements with origins in the 1940s and 1950s no doubt influenced 
the development of subsequent federal disability policy. The civil rights movement that 
began in the 1940s gave rise to the “disabilities movement” in that the attention given to 
race equality in public education led parents of children who had developmental 
disabilities to consider possible parity for their children in the area of public education as 
well. This movement likely had a considerable influence on public attitudes and 
perceptions that was later expressed m federal legislation such as the Education for All 
Handicapped Children Act (P.L. 94-142) of 1975 (Robinson & Rathbone, 1999). The 
second social movement that influenced the ensuing development of federal disability 
policy was the parent advocacy movement. This movement with beginnings in the 1950s 
advanced a belief in the need for federal financial support of both community and 
institutional services and favored the creation of community alternatives to institutions.
It almost certainly contributed to federal disability policy development in those areas 
(Anderson, Lakin, Mangan, & Prouty, 1998).
In 1961, President Kennedy created a Panel on Mental Retardation. A number of 
initiatives followed. They served to promote federal involvement in the welfare of 
persons who had mental retardation and to increase public resources committed to them
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(Anderson et al., 1998). Another of Kennedy’s initiatives, the Mental Retardation 
Facilities and Mental Health Centers Construction Act (P.L. 88-164) of 1963, became 
policy. This legislation provided an infrastructure for community services (Mary, 1998). 
Before then, families with children who had developmental disabilities were limited to 
either raising their children at home, without services or support, or placing their children 
in institutions. Another significant federal disability policy enacted in the 1960s was 
Title XIX of the 1965 Social Security Act. It established the Medical Assistance 
Program. Commonly known as Medicaid, it has since become the largest payer of 
services for persons who have developmental disabilities (Hutchins & Hutchins, 1997; 
Wallace & Gittler, 1997).
Additional legislation to support persons who had disabilities was enacted in the 
1970s. The first federal funding of services targeted specifically for persons who had 
developmental disabilities was provided by the Social Security Act of 1971 (Section 
1905[d]) (Anderson, Lakin, & Prouty, 1997; Anderson et al., 1998). The Rehabilitation 
Act of 1973 legitimized of the rights of persons who had disabilities to both live in and 
participate in society (Anderson et al., 1998). The following year, establishment of the 
SSI program reinforced society’s commitment to support children who had disabilities in 
the family home and in the community ( Anderson et al., 1998; Lakin, Anderson, &
Prouty, 1998). The Education for All Handicapped Children Act of 1975 (P.L. 94-142) 
provided a local education for children whose only prior source of public education had 
been non-community institutions (Anderson et al., 1998). The law was family-oriented, 
was expected to decrease outside-the-family-home placements of children who had 
disabilities, and was successful in doing so (Lakin, Prouty, Anderson, & Polister, 1997;
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Lakin et al., 1998; Blacher et al., 1999; Hughes, 1999; Turnbull, Blue-Banning, 
Turbiville, & Park, 1999; Singer, 2002).
Legislation continued to shape federal disability policy in the 1980s. The Civil 
Rights of Institutionalized Persons Act of 1980, for example, gave civil rights protection 
to persons who had developmental disabilities and lived in institutions. Furthermore, it 
created certification procedures related to funding received by states through the 
Medicaid program (Strauss & Kastner, 1996). The Omnibus Budget Reconciliation Act 
of 1981 (P.L. 97-35) created the Medicaid Home and Community-Based Services 
(HCBS) program, which allowed states to obtain Medicaid funding for community 
alternatives to institutional care (Anderson et al., 1997; Anderson et al., 1998; Anderson, 
Prouty, & Lakin, 1999; Smith, Prouty, & Lakin, 2001; Lakin, Prouty, Pollster, & 
Coucouvanis, 2003). As a result of that funding, community services were greatly 
expanded (Lakin et al., 1998; Braddock, Hemp, Rizzolo, Parish, & Pomeranz, 2002; 
Lakin et al., 2003). The HCBS program, which remains in existence today, currently 
funds a wide variety of services which include day habilitation, home modification, 
homemaker assistance, home health aides, in-home supports, rehabilitative therapy 
services, and respite care (Braddock & Hemp, 1997; Braddock et al., 2002; Lakin et al., 
2003). In fact, the HCBS program can fund any non-institutional service that can be 
shown to lead to reduced costs for Medicaid-funded long-term care for persons who have 
developmental disabilities (Anderson et al., 1999). The Nursing Home Reform Act of 
1987 (P.L. 100-203) required states to assess all nursing home residents who had mental 
retardation in order to identify potential needs for rehabilitative treatment. In the event 
that a need for such treatment was recognized, the nursing home was required to either
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provide it or obtain a more appropriate community placement in which the treatment 
could be provided (Braddock & Hemp, 1997).
More recently, the federal government has promoted supported living. Supported 
living for persons who have developmental disabilities is currently warranted when two 
criteria are met. First, persons must be able to choose where and with whom they will 
live. Second, the housing must be owned by the person, his or her family, a landlord, or a 
housing cooperative. The federal government has since promoted supported living by 
increasing flexibility in the HCBS program (Braddock et al., 2002). The Medicaid 
Community Supported Living Arrangement legislation (P.L. 101-598), enacted in 1990, 
also endorsed supported living principles (Howe, Homer, & Newton, 1998; Braddock et 
al., 2002).
One intention of the Human Services Amendments of 1994 (P.L. 103-252) was to 
enable families to care for their child who had a developmental disability in the family 
home (Cemoch & Newhouse, 1997). The U.S. Supreme Court, in its 1999 decision in 
Olmstead v. L.C., interpreted provisions of Title II of the Americans with Disabilities Act 
of 1990 (P.L. 101-336) to mean that Medicaid-funded long-term care was required to be 
provided in the most integrated setting possible. This interpretation effectively made 
illegal the unnecessary non-community institutionalization of persons who had 
disabilities (National Council on Disability, 2002).
The Developmental Disabilities Assistance and Bill of Rights Act of 2000 (P.L. 
106-402) established the right of persons who had developmental disabilities to live 
independently and to contribute to and participate fully in their communities (Yuan,
2003). On June 18, 2001, President Bush signed Executive Order 13217. It required
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federal agencies with the jurisdiction and responsibility for providing long-term services 
to persons who had developmental disabilities to identify existing barriers in their 
practices and regulations to community living. The preliminary report that resulted from 
the executive order was released by the Department of Health and Human Services on 
December 26, 2001. It conveyed the information that families, friends, and neighbors 
provide approximately 64% of the direct care given to people who have disabilities and 
as such play a critical role in their support. Unfortunately, despite their enormous 
contribution, these caregivers receive little direct assistance and often face tremendous 
financial and emotional pressures (http://www.hhs.gov/newfreedom/prelim/care- 
give.html). It also stated that, even though the family home is the natural residence for 
persons who have developmental disabilities, other community options are also worthy of 
support (National Council on Disability, 2002).
In summary, federal disability policy from the 1930s to the present makes it clear 
that the federal government recognizes a responsibility for promoting the welfare of and 
providing resources to persons who have disabilities and their families. It suggests that 
the family home is the preferred residence for persons who have developmental 
disabilities, especially children. Although some question the absoluteness of the 
preceding statement (Blacher, 1994; Lightbum & Pine, 1996; Blacher, 1998; Harris et al., 
1998; Bruns, 2000; Blacher, 2001), most authors and/or researchers believe that families 
are actively encouraged to raise their children who have developmental disabilities in the 
family home (Blacher, 1994; Fujiura et al., 1994; Kohrman & Kaufman, 1997; Blacher et 
al., 1999; Llewellyn, Dunn, Fante, Turnbull, & Grace, 1999; Baker & Blacher, 2002). 
Furthermore, it is also believed that it is best for the child that they do so (Singer, Powers,
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& Olson, 1996; Albrecht, 1997; Cemoch & Newhouse, 1997; Crocker, 1997; Kohrman & 
Kaufman, 1997; Blacher et al., 1999; Parish, Pomeranz, Hemp, Rizzolo, & Braddock, 
2001). Little is known, however, about the extent to which this is the best option for 
families. It is possible that the option that is best for the child and the option that is best 
for the family differ.
Future Policy Directions
The newly developed BCFQLS may be useful in the formulation of future federal 
disability policy for families with children who have severe developmental disabilities. 
Determining its psychometric properties when used exclusively with such families was 
the focus of the current study. The current study provides information that could 
ultimately be used to make evidence-based policy decisions that will hopefully enhance 
the quality of life of those families.
Stakeholders
There are three primary stakeholders of federal disability policy -  the child, the 
public, and the family. The utility of policy can be assessed by determining its effect on 
each of these stakeholders in two areas -  cost and quality of life. In light of what is both 
known and unknown about the utility of federal disability policy with regard to its 
stakeholders, and given the currently available measurement instruments, the rationale for 
the focus of the current study is discussed below.
The Child
With respect to the utility of federal disability policy for children who have severe 
developmental disabilities, only one of the two aforementioned areas is available for 
evaluation. Since monetary cost to the child is not a factor, attention should be directed
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toward assessing the child’s quality of life. There is no tool presently available, however, 
that is able to directly measure the quality of life of children who have severe develop­
mental disabilities. Since such children are unable to communicate, data is typically 
collected indirectly. Data sources include medical records, child observations, and 
caregiver interviews. The information based on such data is prone to bias. It at best 
merely reflects others’ impressions of the quality of life of the child. The degree to 
which that interpretation is a true indication of the child’s quality of life is, realistically, 
impossible to measure at the present time. There is some evidence to suggest that self 
versus proxy sources of information differ significantly and, therefore, cannot be used 
interchangeably (DeBruin, De Witte, Stevens, & Diederiks, 1992).
The Public
The utility of federal disability policy for the public is able to be evaluated in only 
one area as well -  monetary costs. The public benefits greatly from federal disability 
policy that emphasizes home-based care in that care provided in the family home requires 
comparatively little public funding. There is currently no instrument available, however, 
that can assess the impact of federal disability policy on the quality of life of the public. 
The Family
The utility of federal disability policy for the family can be assessed both in terms 
of cost and quality of life. As explained previously, present federal disability policy 
favors the family home as the ideal residence for children who have developmental 
disabilities. Even though extensive research has shown that family-borne monetary and 
non-monetary costs incurred as a result of this policy are high, little is quantitatively 
known about the effect of this policy on the quality of life of the families affected by it.
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Published findings to date have been based on qualitative data obtained from a single 
research group (Blacher & Baker, 1994; Baker et al., 1996; Blacher et al., 1999). 
Fortunately, the BCFQLS has the potential to provide some much-needed quantitative 
data. The information derived from this data may eventually be used to formulate future 
federal disability policy that will enhance the quality of life of families with children who 
have severe developmental disabilities.
JUSTIFICATION FOR THE STUDY 
The previous discussion points to the need of policymakers to have solid evidence 
about the effect that federal disability policy has on the quality of life of families with 
children who have severe developmental disabilities. Despite the facts that families are 
key policy stakeholders and the quality of life of families with children who have 
disabilities is recognized to be a practical gauge of policy outcomes, the present federal 
disability policy trend that strongly favors family-centered approaches to the delivery of 
services to as well as the discouragement of outside-the-family-home placement of 
children who have severe developmental disabilities (Blacher, 1994; Fujiura et al., 1994; 
Kohrman & Kaufman, 1997; Blacher et al., 1999; Llewellyn et al., 1999; Turnbull, 
Beegle, & Stowe, 2001; Baker & Blacher, 2002) has developed largely in the absence of 
evidence-based research on the quality of life of these families (Bailey, McWilliam, 
Darkes, Hebbeler, Simeonsson, Spiker, & Wagner, 1998; McKenzie, 1999; Dunst & 
Bruder, 2002; Turnbull, Brown, & Turnbull, 2004).
The formulation of future federal disability policy for families with children who 
have severe developmental disabilities will benefit from the application of an evidence- 
based practice approach. Developed in the 1980s and increasingly being employed, the
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evidence-based practice approach uses the results of scientific research (rather than 
relying upon intuitive and traditional methods) as a basis for making health care practice 
decisions (Gordon, Gottschlich, Helvig, Marvin, & Richard, 2004; McCabe, 2004). This 
evidence-based approach is also useful when making federal disability policy decisions.
It was not possible in the past to use an evidence-based practice approach when 
formulating the federal disability policy that presently affects families with children who 
have developmental disabilities because, at that time, there were no scales capable of 
measuring family quality of life.
The BCFQLS has been found to be a relatively reliable and valid tool for 
measuring the quality of life of families of pre-teenaged children (birth to 12 years of 
age) who have developmental disabilities that range from mild to severe. For this reason, 
it was reasonable to expect that the tool might also be reliable and valid for measuring the 
quality of life of families with slightly older school-aged children (6-21 years of age) 
whose developmental disabilities are much more severe in nature. In order to 
substantiate this supposition, it was essential to evaluate the psychometric properties of 
the BCFQLS in a sample of such families. It was believed that the BCFQLS had the 
potential to provide practical, evidence-based information that could lead to the 
formulation of future federal disability policy with the specific purpose of improving the 
quality of life of families with children who have severe developmental disabilities.
The current study has five unique aspects that are critical to the development of a 
psychometrically sound instrument for measuring the quality of life of families with 
children who have severe developmental disabilities. First, the unit of analysis is the 
family, which has been neglected in policy research conducted at the national level
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(Fujiura, 1998). Second, although aspects of the lives of families with children who have 
developmental disabilities have received extensive attention from researchers, there are 
very few published studies that specifically focus on family quality of life as a single 
concept. Third, families with children who have mental retardation are the group most 
frequently studied, and there are comparatively few studies in which families with 
children who have severe developmental disabilities are the focus. Fourth, the face 
validity of the BCFQLS had yet to be assessed prior to the current study. Finally and 
most importantly, the psychometric properties of the BCFQLS, when used exclusively 
with families whose children have severe developmental disabilities as defined by the 
current study, had not been determined prior to the current study.
RESEARCH QUESTIONS 
The study sought an answer to the primary research question of whether or not the 
BCFQLS can be used to meaningfully measure the quality of life of families with 
children who have severe developmental disabilities. In particular, the study addressed 
the following questions:
• Does the BCFQLS produce a floor effect in a population of families with children 
who have severe developmental disabilities?
• Does the BCFQLS have adequate reliability in a population of families with children 
who have severe developmental disabilities?
• Does the BCFQLS have adequate validity in a population of families with children 
who have severe developmental disabilities?
• Are the BCFQLS reliability and validity measures stable across families with children 
who have severe developmental disabilities that differ based on child residence?
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STUDY ASSUMPTIONS 
An assumption of the study is that the respondents were in fact the primary 
caregivers of the child who has the severe developmental disability. It is not possible to 
determine whether or not the person to whom the survey materials were mailed is the 
child’s primary caregiver and if not, whether or not the materials were given to the 
child’s primary caregiver for completion.
A second assumption of the study is that the respondents were able to accurately 
recall and synthesize their impressions of their family quality of life retrospectively over 
a six-month period. The current study used this technique because it was the method 
employed by the developers of the BCFQLS. It is unknown whether or not this method 
is capable of producing accurate results.
A third assumption of the study is that the respondents provided accurate and true 
responses. Some may have erroneously believed that their answers would be viewed by 
the agency that supplied their name and may therefore have either exaggerated or 
underestimated their family’s quality of life in order to secure a perceived potential 
benefit for their child. Others may have felt that to rate their family’s quality of life low 
would suggest that their family is dysfunctional or that his or her caregiving abilities are 
inadequate. The study design, participant recruitment, and data collection methods 
sought to enhance the accuracy and truthfulness of the responses by assuring 
confidentiality. Furthermore, accuracy and truthfulness may have been enhanced by 
virtue of the fact that the respondents as a group have not received a great deal of 
attention from researchers and they may therefore have been eager to accurately convey 
their message.
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A fourth and final assumption of the study is that the methods employed by the 
BCFQLS developers to create and psychometrically test the scale were sound and that 
their results were interpreted in a non-biased fashion. These methods are explained in 
detail in subsequent chapters. Given the experience and renown of the developers, there 
is sufficient reason to assume that their study and data interpretation methods were of the 
highest quality.
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CHAPTER II: LITERATURE REVIEW
A DEVELOPING THEORY OF FAMILY QUALITY OF LIFE 
Family quality of life, understood as a single concept, is a new phenomenon 
within the developmental disabilities field. Accordingly, very few studies have 
quantitatively measured the quality of life of families with children who have 
developmental disabilities of varying degrees of severity. The characteristics of those 
families and their individual family members, however, have been extensively 
researched. These studies have primarily focused on the child’s impact on the family and 
its individual members. A review of this body of knowledge follows. It is divided into 
three main sections: (1) general information; (2) information based on child residence; 
and (3) information based on the domains of the BCFQLS. Researchers at the Beach 
Center on Disability at the University of Kansas have developed a theoretical basis for 
defining family quality of life, and the domains of their BCFQLS represent the best 
understanding to date of the concepts that comprise family quality of life.
The summary of the body of knowledge that follows must be understood in the 
context of measurement terms, issues, and the statistics that comprise measurement 
theory. A thorough understanding of the theoretical basis for measurement is essential 
for accurate measurement and psychometrically sound scale construction. These in turn 
form the foundation upon which research findings are used to build a body of knowledge 
upon which evidence-based policies can be formulated. An initial understanding of 
measurement theory is therefore an important first step in the process of developing 
policies that will ultimately be useful to the people affected by them (Rothstein & 
Echtemach, 1993; Schultz & Whitney, 2005).




Much of the literature that pertains to the characteristics of families with children 
who have developmental disabilities has focused on the negative experiences of those 
family members. It has only been during the past two decades that researchers have 
begun to recognize that many family members have positive perceptions of their 
experiences as well (Hastings & Taunt, 2002). These positive aspects include emotional 
and psychological rewards and a feeling of power and purpose. Gains in the areas of 
accepting others, assertiveness, compassion, confidence, and empathy are also reported 
(Scorgie, Wilgosh, & McDonald, 1999; Scorgie & Sobsey, 2000). One might logically 
assume that positive perceptions of individual family members will have a positive 
influence on the family as a whole.
Families must also deal with negative aspects as a result of the reality of caring 
for children who have developmental disabilities. The chronic stresses, isolation, loss of 
privacy, and ostracism with which families must deal have been noted in the preceding 
chapter. Also previously mentioned, dealing with feelings of anger, fear, guilt, 
loneliness, and self-doubt may also be experienced by families of children who have 
developmental disabilities (Featherstone, 1981).
Two recent studies specifically investigated the characteristics of families with 
children whose developmental disabilities were fairly severe. One found that families of 
such children were in a continual state of adaptation. It also found an inverse correlation 
between greater numbers and varieties of adjustment and the child’s daily living skills -  
in other words, greater numbers and varieties of adjustments were present in families
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whose children needed more help to accomplish daily living tasks than in families whose 
children needed less help to accomplish those tasks (Gallimore et al., 1996). The other 
study found that families must consider long-range goals, such as where they will live 
and work and whether or not they will pursue further education, in light of their child’s 
needs (Blacher et al., 1999).
Parents
There have been a small number of studies that either did not specify the gender 
of the respondents or that combined the results of data obtained from both mothers and 
fathers. As is the case in general, the majority of those studies focused on the negative 
effect that the child had on the family. In fact, only one study reported positive findings. 
Hughes (1999) studied mothers and fathers of children (29% of whom were between the 
ages of 6-10 years) who had developmental disabilities. She found that 68% of her 
respondents indicated that the child who had the developmental disability was an asset to 
his or her personal life.
Several studies reported negative findings. Scott, Atkinson, Minton, and Bowman 
(1997) compared the distress level of parents of children who had Down syndrome (birth 
to two years of age) to a control group of parents of children who did not have a 
developmental disability. They found that the former group had significantly higher rates 
of depression than did the control group. Another study found that parents of young (< 
five years of age) children who had Down syndrome reported more caregiving difficulties 
associated with their child than did parents of children who did not have developmental 
disabilities. These caregiving difficulties were in the areas of feeding, handling, and 
child health. They also perceived significantly more stress on measures of their child’s
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acceptability, demandingness, and distractibility (Roach, Orsmond, & Barratt, 1999).
Yau and Li-Tsang (1999) conducted a 20-year review of literature pertaining to the 
adaptation and adjustment of parents of children who had developmental disabilities. 
They found that parents of such children encountered additional emotional, financial, and 
physical demands. A 2001 study compared parents of children who had developmental 
disabilities of an unspecified degree of severity to parents of children who did not have 
developmental disabilities. It found that parents in the former group had larger families, 
had less frequent contact with friends, and worked fewer hours at paid employment 
(Seltzer, Greenberg, Floyd, Pettee, & Hong, 2001). Another study compared behavioral 
problems and parenting stress in families with three-year-old children who had 
developmental delays to a group of families with same-aged children who did not have 
developmental delays. It found that stress was significantly higher in the study group 
than in the control group. Additionally, it found that the child’s behavioral problems and 
cognitive abilities were both significant contributors to parental stress. Another finding 
was that the child’s behavioral problems contributed to parental stress far more than did 
his or her level of cognitive abilities. Study group parents reported that their child had a 
greater negative impact on family finances than did control group parents. Furthermore, 
parents in both groups reported similar positive impacts of the child on the family. Study 
group parents, however, expressed more negative impacts than did control group parents 
(Baker, Blacher, Cmic, & Edelbrock, 2002).
A few studies investigated differences between parent groups based on the 
severity of the child’s developmental disability. One study found that the importance 
parents placed on techniques for dealing with stress and assistance with problem-solving
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varied based on the severity of their child’s disability. Specifically, those two areas were 
more important to parents whose child’s disabilities were more severe than they were to 
parents whose child’s disabilities were less severe. They also found that the types of 
supports parents preferred differed based on the severity of their child’s disability. The 
types of supports preferred by parents of children who had disabilities of greater severity 
were more consistent over time than were the types of supports preferred by the parents 
of children who had comparatively milder developmental disabilities (Santelli, Turnbull, 
Sergeant, Lemer, & Marquis, 1996). Llewellyn et al. (1999) found that parents of 
children who had a single disability (either intellectual or physical/sensory), compared to 
parents of children who had multiple disabilities, felt that their child was much more a 
part of family life and integration within the community.
Mothers
Mothers have been the most researched member of families with children who 
have developmental disabilities. Generally speaking, they are at increased risk for 
depression (Scott et al., 1997; Manuel, Naughton, Balkrishnan, Smith, & Koman, 2003). 
They also typically have fewer childcare options and experience more stress than mothers 
of children who do not have developmental disabilities and mothers with children whose 
developmental disabilities are relatively mild (Warfield & Hauser-Cram, 1996; Dyson, 
1997; Honig & Winger, 1997; Shapiro, Blacher, & Lopez, 1998; Baxter & Kahn, 1999). 
As a rule, they work fewer hours outside the home than do mothers of children who do 
not have developmental disabilities (Gallimore et al., 1996; Hannah & Midlarsky, 1999; 
Roach et al., 1999; Seltzer et al., 2001; Cuskelly & Gunn, 2003) Furthermore, they also 
tend to experience more psychological distress than fathers, regardless of whether or not
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the family includes a child who has a developmental disability of any degree of severity 
(Scott etal., 1997).
One study examined the relationship between one effect mothers may experience 
(that is, depression) and the severity of her child’s disability. Manuel et al. (2003) 
surveyed 270 mothers of children who had cerebral palsy. They found that an inverse 
relationship existed between maternal depression and the severity of the child’s disability. 
These findings were attributed by the researchers to the difference in visible “problems” 
between the two child groups. Children who have cerebral palsy that is mild have fewer 
visible symptoms than those whose condition is more severe. Mothers may have greater 
expectations for their children whose appearance is relatively “normal.” If these 
expectations are not met, depression may result.
Fathers
Fathers of children who have developmental disabilities have received scant 
attention from researchers. In general, they spend a similar amount of time carrying out 
routine childcare tasks as do fathers of children who do not have developmental 
disabilities (Young & Roopnarine, 1994). As a group, they may work longer hours at 
paid employment and experience more stress than do fathers of children who do not have 
developmental disabilities (Dyson, 1997; Heller, Hsieh, & Rowitz, 1997). Compared to 
mothers of children who have severe developmental disabilities, they experience 
comparable levels of stress and perceive similar amounts of social support (Dyson, 1997). 
Siblings
Siblings, in general, have mixed feelings about their brothers and sisters who have 
developmental disabilities (Knott, Lewis, & Williams, 1995). They may have special
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characteristics, concerns, and needs that vary with their age and/or the relationship of 
their age to that of their sibling who has a developmental disability (Coleby, 1995; 
Roeyers & Mycke, 1995). Birth order also influences the characteristics, concerns, and 
needs of siblings (Roeyers & Mycke, 1995; Grissom & Borkowski, 2002). A sibling’s 
gender and/or the relationship of his or her gender to that of the brother or sister who has 
a developmental disability also affects the concerns and needs of siblings (Coleby, 1995; 
Roeyers & Mycke, 1995; Grissom & Borkowski, 2002; Cuskelly & Gunn, 2003).
Finally, sibling concerns and needs vary based on their temperament (Roeyers & Mycke, 
1995).
Siblings of a child who has a developmental disability may be required to deal 
with increased caregiving demands when compared to siblings of children who do not 
have developmental disabilities (Cuskelly & Gunn, 2003). They may also be uncertain 
about the cause and course of the developmental disability, their potential to develop or 
perpetuate the disability, and/or their present and/or future role in caring for their sibling 
and the impact it will have on their lives (Cemoch & Newhouse, 1997; Crocker, 1997; 
Eisenberg, Baker, & Blacher, 1998; Cuskelly & Gunn, 2003). They must handle the 
disruption in the normal family conformity, image, and rhythm that occurs in families 
with children who have developmental disabilities (Crocker, 1997). They may feel a 
need to compete with their brother or sister who has a developmental disability for 
parental attention and resources (Cemoch & Newhouse, 1997; Crocker, 1997; Kohrman 
& Kaufman, 1997). Furthermore, they may think that they will be expected to “make up 
for” their sibling’s disability (Crocker, 1997). There is also evidence that brothers of a 
sibling who has a developmental disability may experience significantly greater
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difficulties in academic and/or school performance than do those with a brother or sister 
who does not have a disability (Hannah & Midlarsky, 1999).
The literature reports differential findings with regard to the psychological 
development of siblings. Some studies have found that siblings of a child who has a 
disability are at increased risk for behavioral/emotional problems (LeClere & 
Kowalewski, 1994; Coleby, 1995; Fisman, Wolf, Ellison, & Freeman, 2000). On the 
other hand, Hannah and Midlarsky (1999) found that siblings did not have a significant 
increase in behavioral/emotional difficulties. They furthermore found no difference in 
the degree to which the siblings of a brother or sister who had mental retardation felt 
positive about themselves and happy with their lives compared to siblings of a brother or 
sister who did not have a disability. Another study found that experimental and control 
groups did not significantly differ on measures of self-efficacy or interpersonal 
competence with their peers, regardless of birth order or disability severity (Grissom & 
Borkowski, 2002). Similarly, Cuskelly and Gunn (2003) found that siblings of children 
who had Down syndrome (n = 54) reported less unkindness toward their brother or sister 
than did siblings of children who did not have a disability. Furthermore, in matched- 
gender dyads, the study group described more empathy toward their brother or sister than 
did their matched group of comparison siblings.
Information Based on Child Residence
There have been three recent investigations that compared the characteristics of 
families with children who had severe developmental disabilities residing in the family 
home to those who chose to place their child who had a severe developmental disability 
outside the family home. Basically, these studies found that child, parent, and family
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characteristics may have all contributed to the decision to either raise their child at home 
or to place their child outside the family home.
The first was a longitudinal study of families (n = 93) with young children (ages 
3-11 years) who had behavioral disorders and/or significant delays in cognition, motor 
abilities, and/or speech. By the end of the eight-year period of data collection, two 
families had placed their child outside the family home. They did so because the child 
was no longer able to be successfully incorporated into the daily family routine 
(Gallimore et al., 1996). Another recent study, which was also longitudinal in nature, 
found that families (n = 100) were more likely to rear their children (2-9 years of age) 
who had severe or profound mental retardation in the family home when: (1) their child’s 
appearance was relatively “normal”; (2) their child was adjusting well, “getting along 
with” other family members, and having a non-negative impact on family life; (3) 
mothers were younger, had a relatively lower occupational standing, experienced less 
caregiver stress, and were more satisfied with their child’s education services; and (4) 
fathers were older and more highly educated. It also found that, when there was a 
specific precipitating event preceding placement, the event usually related to two factors. 
The first was an increase in the child’s role as a stressor, such as increased acting-out 
behavior or the appearance of new health problems. The second was a decrease in 
resources that help families cope, such as divorce, the ill health or death of a parent, or a 
loss of income (Hanneman & Blacher, 1998). The third study was conducted by Ellis, 
Luiselli, Amirault, Byrne, O’Malley-Cannon, Taras, Wolongevicz, and Sisson (2002). 
They investigated the relationship between a number of variables and the self-reported 
needs of parents of children and young adults (3-22 years of age) who had a
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developmental disability (autism, mental retardation, and/or pervasive developmental 
delay). Participants included parents whose child lived in the family home and those 
whose child lived in a residential school program and visited the family home during 
vacations. They assessed six areas of need -  community services, explaining to others, 
family functioning, financial, informational, and support. They found that in all six areas, 
the needs of parents whose child lived at home were greater than the needs of parents 
whose child lived outside the family home.
The literature contains two articles that suggest a positive relationship between 
support provided to families and the prevention of outside-the-family-home placement. 
Braddock and Hemp (1997) found that the provision of cash subsidies and family support 
programs directly reduced the placement of individuals who had mental retardation 
outside the family home. These family support programs consisted of services such as 
respite and support for recreation and work. The other study was done by Heller, Miller, 
and Hsieh (1999). They studied the impact of participation in the Illinois Home-Based 
Support Services Program. They compared its impact on adults who have developmental 
disabilities and their caregivers to a control group of 146 caregivers of non-participating 
adults. Participants were selected by employing a random stratified method to the names 
of applicants to the program based on state region. The method used to select non­
participating adults was not specified. They found that those in the study group were less 
likely to want to place their relatives with developmental disabilities outside the family 
home than those in the control group.
The literature also contains one article, however, that does not completely support 
the findings of the two previously mentioned. A recent study conducted by Llewellyn et
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al. (1999) sought to explain the relationship between various family factors and the 
search for outside-the-family-home placement for young children who have severe 
disabilities. The study was conducted in Australia, where outside-the-family-home 
placement of young children is actively discouraged. The criteria for participation in the 
study, subjects of which were identified by a group of consumers and representatives of 
both government and non-government agencies, included the stipulation that the local 
service system was not able to meet the child and family’s support needs. They found 
three primary factors that influence the decision to seek alternative placement: (1) 
concern about the present and future effect of the child on his or her siblings; (2) an 
inability to balance the daily needs of the child with those of other family members; and 
(3) an inability to integrate the child into daily family life and the community They 
identified five factors that do not influence the decision to seek alternative placement: (1) 
the availability and participation of the father in child care and domestic tasks; (2) family 
religious involvement; (3) finances; (4) the flexibility of the mother’s school/work 
schedule and the time available to care for her child; and (5) involvement and use of 
special services.
Seltzer, Krauss, and Shattuck (2000) investigated changes that occur in the lives 
of mothers once their adolescent or adult child who has autism moves to an outside-the- 
family-home placement. A large majority (91%) of mothers in their study reported 
increased free time and nearly half expressed that they had more energy following their 
child’s placement. Many also described feelings of loneliness.
A literature review revealed only one recent study that compares siblings of a 
child who has a disability and lives in the family home to those whose brother or sister
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lives outside the family home. The study sample consisted of two groups of adolescents 
with a sibling, 25 of whom lived in the family home and 20 of whom lived outside the 
family home, who had mental retardation that ranged from moderate to severe. The 
researchers found that both groups were highly similar in terms of psychological 
adjustment and self-esteem. Members of both groups expressed positive personal growth 
experiences and realistic concerns about the future. Sibling relationships, however, 
differed between the groups. Relationships were more intense and warmer, but also 
higher in conflict, in the sibling group who lived together in the family home. One 
additional finding was that siblings in both groups strongly favored the placement 
decision that had been made for their brother or sister with the developmental disability 
(Eisenberg et al., 1998).
Information Specific to the BCFQLS Domains
The quality of life of families with children who have developmental disabilities 
as a single concept has not yet been extensively researched. The reason for this is that 
family quality of life as a single concept has just recently been conceptualized. The 
developers of the BCFQLS have proposed that family quality of life is comprised of five 
domains -  disability-related support, emotional well-being, family interaction, parenting, 
and physical/material well-being. There has been extensive research conducted that 
addresses aspects of family quality of life according to all but the parenting domain. 
Disability-Related Support
The disability-related support domain of the BCFQLS deals with the extent to 
which families have a good relationship with service providers and feel that the member 
who has a developmental disability has the support necessary to make friends and
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progress at home and at school. It is measured by four situational statements (Turnbull et 
al., 2005).
A few studies have evaluated factors related to that domain. In general, they have 
found that: (1) parents are essential members of support systems: (2) parents perceive that 
professional attitudes are poor: and (3) the perception of inadequate support can have 
deleterious effects on the family. Gabor and Famham (1996) found that services which 
are planned with the mother as the expert member of the child’s team facilitated a 
mutually trusting relationship, goal planning, and goal attainment. Freedman, Krauss, 
and Seltzer (1997) found that mothers who perceived that their adult child had a great 
unmet need for formal services were more likely to place their child outside the family 
home. Magana (1999) found a significant relationship between greater unmet service 
needs and higher perceived caregiver burden (that is, problems with the “caregiver’s 
health, psychological well-being, finances, social life, and the relationship between the 
caregiver and the impaired person”). Scorgie and Sobsey (2000) studied 80 Canadian 
caregivers (64 mothers, 11 fathers, four foster parents, and one residential employee) of 
children who had disabilities. Several respondents reported that they found professionals 
to be arrogant and generally lacking in sensitivity and warmth.
Emotional Well-Being
The emotional well-being domain of the BCFQLS measures the degree to which a 
family and its members are able to pursue their own interests and have persons available 
to them to meet their special needs, provide support, and relieve stress. As in the case of 
the disability-related support domain, it is measured by four situational statements 
(Turnbull et al., 2005).
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Emotional well-being has been the focus of many research studies. These studies 
have generally found that support services are beneficial to parents with children who 
have developmental disabilities (Lehman & Irvin, 1996; Floyd & Gallagher, 1997; 
Herman & Marcenko, 1997; Baxter & Kahn, 1999; Yau & Li-Tsang, 1999; Aniol, 
Mullins, Page, Boyd, & Chaney, 2004). There is some indication that family members 
are more helpful to a family’s emotional well-being than formal supports and that smaller 
support networks are more helpful than larger ones (Lehman & Irvin, 1996; Yau & Li- 
Tsang, 1999).
There is evidence to suggest that the type of supports most preferred are: (1) 
“having group meetings for either emotional or educational support”; (2) “having 
information about accessing community resources and finding and getting services”; and 
(3) “having someone to listen and understand” (Santelli et a l, 1996). The most difficult 
type of support to obtain is respite care, and those who are able to obtain it do not always 
find it to be satisfactory (Lightbum & Pine, 1996). The literature also suggests that 
availability of support, the extent to which parents feel supported by others, and sources 
of support may not have an effect on three parent outcome measures -  the positive impact 
of parenting, the negative impact of parenting, and social relationships (Suarez & Baker, 
1997).
The extent of and satisfaction with support systems are especially valuable to 
mothers of children who have developmental disabilities (Gabor & Farnham, 1996; Duis, 
Summers, & Summers, 1997; Dyson, 1997; Thompson, Lobb, Elling, Herman,
Jurkiewicz, & Hulleza, 1997; Magana, 1999; Manuel et al., 2003). They may reduce a 
mother’s caregiver burden (Magana, 1999). There is also some substantiation that they
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may reduce maternal depression and stress (Duis et al., 1997; Dyson, 1997; Thompson et 
al., 1997; Magana, 1999; Manuel et al., 2003).
Two studies seem to contradict the previous statement, however. Honing and 
Winger (1997) found no correlation between the extent of mothers’ informal social 
support networks and their overall pessimism and stress. They believed this finding may 
have been due to the homogeneity of their sample in that their 65 participants had all 
received long-term medical and social support. Mahoney and Bella (1998) found that the 
early intervention information and services provided to the mothers in their sample did 
not reduce stress. To explain these findings, they suggested that stress may be a 
relatively stable trait that is not easily altered by early intervention services. Further­
more, they hypothesized that “For the most part, the characteristics of families targeted 
by the family-centered agenda are complex phenomena that evolve as a result of multiple 
personal, social, and family characteristics. Perhaps it is unreasonable to expect that the 
level of effort put forth in intervention activities during a one-year time period would 
ever be sufficient to alter these fundamental characteristics.”
Finally, one additional study examined a different aspect of the emotional well­
being subscale of the BCFQLS. Warfield (2001) found that mothers who were interested 
in their work outside the family home were significantly less stressed than were less- 
interested mothers. She also reported the finding that family support did not predict 
mothers’ absenteeism from employment outside the home.
Family Interaction
This domain refers to the amount to which a family and its members 
communicate openly, demonstrate their love and care for each other, enjoy spending time
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together, handle “life’s ups and downs”, solve problems together, and support each other. 
The BCFQLS measures it by six situational statements, one for each of the areas 
mentioned (Turnbull et al., 2005).
Specific to the family interaction domain of the BCFQLS, the literature basically 
reveals that strong and mutually supportive spousal relationships, a clear role of and 
participation by the father in child care, participation in one particular support program, 
and the ability and opportunity to engage in family recreation are beneficial to family 
integration (Willoughby & Glidden, 1995; Suarez & Baker, 1997; Mactavish & Schleien, 
1998; Yau & Li-Tsang, 1999). Specifically, the degree to which husbands and wives feel 
supported in child care by each other promotes positive feelings (such as enjoyment, 
happiness, and pride) about and success with parenting (Suarez & Baker, 1997). 
Moreover, a father’s participation in child care is significantly correlated with marital 
satisfaction for both husbands and wives (Willoughby & Glidden, 1995). Additionally, 
participation in a parent-to-parent support program, which pairs a parent whose child has 
recently been diagnosed with a chronic health need or disability with an experienced 
parent of a child who has the same disability, enhances parental perceptions of family 
closeness and strength (Singer, Marquis, Powers, Blanchard, DiVenere, Santelli, 
Ainbinder, & Sharp, 1999). Furthermore, parents believe that family recreation has a 
positive effect on family health, satisfaction, and unity (Mactavish & Schleien, 1998). 
Yau and Li-Tsang (1999), based on their review of literature published during the past 
two decades, reported that the strength of the marital relationship is one of four factors 
most important in enhancing family adjustment to the birth of a child who has a 
developmental disability.
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Research has also generally found that comparatively good family interaction is 
beneficial to parents. Dyson (1997) found inverse relationships between: (1) mothers’ 
perceptions of a positive family relationship, an organized family system, and a stronger 
emphasis on the personal growth of family members and maternal stress; (2) fathers’ 
perceptions of a positive family relationship as well as a greater emphasis on the personal 
growth of family members and maternal stress; (3) wives’ perceptions of a greater family 
emphasis on the personal growth of family members and husbands’ stress; and (4) 
fathers’ perceptions that their families have an organized routine and emphasize the 
personal growth of family members and paternal stress. Warfield, Krauss, Hauser-Cram, 
Upshur, and Shonkoff (1999) found that increased family cohesion lessened both 
maternal child-related stress and parent-related stress (that is, the stress associated with 
parental attachment to the child, parental depression, parental health, relations with 
spouse, restrictions in role, sense of competence in the parenting role, and social 
isolation). Duis et al. (1997) found an inverse relationship between: (1) maternal 
perceptions that her children felt embarrassed by their sibling who had a developmental 
disability and maternal stress; and (2) maternal perceptions of sibling hostility directed 
toward the child who had a developmental disability and parent-related stress.
Finally, two studies have reported that marriage and/or partnership may in fact 
have a negative effect on family interaction. It may have some detrimental effects on 
mothers in terms of their assessment of the severity of their child’s developmental 
disability and its long-term negative impact and also in terms of their stress (Honig & 
Winger, 1997). Similarly, Ainge, Colvin, and Baker (1998) found that the perceptions of 
mothers whose partners participated in the study were much more negative than were the
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perceptions of mothers who did not have partners and mothers whose partners declined to 
participate in the study.
Parenting
The parenting domain involves the level to which adults in the family have time 
to take care of the needs of every child, know other people in their children’s lives (such 
as friends and teachers), and teach their children to make good decisions. Furthermore, it 
addresses the degree to which family members help the children with schoolwork and 
other activities and teach the children independence and how to get along with others. As 
was the case with the family interaction domain, it is measured in the BCFQLS by six 
situational statements (Turnbull et al., 2005). A review of the electronic educational, 
medical, psychological, and sociological databases did not reveal any studies within the 
past 10 years that specifically addressed the items related to this domain in samples of 
families with children who had developmental disabilities.
Physical/Material Well-Being
The physical/material well-being domain of the BCFQLS is concerned with a 
family’s ability to access needed transportation, meet expenses, and obtain necessary 
dental and medical care. It also measures the degree to which a family feels safe at 
home, in the neighborhood, and at school and the workplace. It is measured by five 
situational statements (Turnbull et al., 2005).
With respect to the physical/material well-being domain, research principally 
indicates that there is an inverse relationship between family income and stress (Gabor & 
Famham, 1996; Duis et al., 1997; Warfield et al., 1999). Studies have also found that 
financial supports enhance a family’s ability to cope with the demands of caring for their
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child who has a developmental disability (Lightbum & Pine, 1996). Participation in 
programs that provide financial support may lead to higher utilization rates for 
transportation assistance (Heller et al., 1999). A high socioeconomic status is one 
characteristic of a well-adjusted two-parent family (Yau & Li-Tsang, 1999). Willoughby 
and Glidden (1995) found a significant positive correlation between family income and 
the marital satisfaction of fathers.
On the other hand, parenting a child who has a developmental disability may 
inversely affect finances and the personal health of mothers and fathers (Scorgie & 
Sobsey, 2000). A number of parents whose child lives in the family home may need 
additional funds (Ellis et al., 2002). However, family income has been found to have no 
effect on the relationship between maternal depression and the functional ability of 
children who have cerebral palsy, one of the many types of developmental disabilities 
identified (Manuel et al., 2003).
Measuring Family Quality of Life 
Other Scales
Prior to the development of the BCFQLS, two scales capable of measuring the 
quality of life of families -  the Quality of Life Measure and the Family Quality of Life 
Survey -  were already available. The developers of the BCFQLS, however, deemed 
neither useful for measuring the quality of life of families with children who have 
developmental disabilities. The utility of the Quality of Life Measure is limited because 
it is unknown whether or not it has been tested or utilized in populations of families with 
children who have developmental disabilities. The measure was originally developed 
using a sample of families for which details about the presence or absence of children
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who have developmental disabilities was not provided. Furthermore, a search of 
electronic databases failed to produce any published studies that have used the measure 
during the past 20 years. The utility of the Family Quality of Life Survey is limited due 
to the excessive amount of time required to administer it and to analyze its results.
The Quality of Life Measure was developed by Olson and Barnes (1982). It was 
developed for the purpose of measuring life satisfaction for families of children, 
particularly adolescents, who do not have disabilities. It assesses parent satisfaction in 12 
areas -  community, education, employment, financial well-being, friends/extended 
family, health, home, marriage and family life, mass media, neighborhood, religion, and 
time. It also assesses child satisfaction in the same areas with the exception of marriage 
and family life. The scale was developed from input obtained from parents (n = 1950) 
and adolescents (n = 399). To reiterate, this scale is not useful for measuring the quality 
of life of families with children who have developmental disabilities for two primary 
reasons. First, information regarding the presence or absence of families with children 
who have developmental disabilities in their sample is not available. Second, the scale 
has apparently not been used in any published studies during the past 20 years (Turnbull 
et al., 2005).
The Family Quality of Life Survey has recently been developed by Brown,
Anand, Fung, Isaacs, and Baum (2003), a group of Canadian researchers. They 
collaborated with investigators from Australia and Israel to develop a measure for 
collecting data about the quality of life of families with children who have developmental 
disabilities. It gathers both qualitative and quantitative data related to nine quality of life 
areas. Respondents indicate their opportunities to participate in these areas, initiative in
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taking advantage of those opportunities, attainment in accomplishing or obtaining things 
important to them, and satisfaction with their general family life. It is a useful tool for 
obtaining comprehensive information about family quality of life. Mentioned previously, 
its utility in providing the amount of population-based data necessary to affect federal 
disability policy development, however, is limited. Because data is collected from 
detailed family interviews, data collection and analysis are extremely time-consuming 
(Turnbull et al., 2005).
The BCFQLS
The BCFQLS was developed as a result of the efforts of researchers at the Beach 
Center on Disability to devise a scale for measuring the quality of life of families of 
children who have disabilities. Their intention was to develop a scale capable of 
assessing family outcomes. They defined family outcomes as the positive and negative 
impacts that result from services and supports provided to families and their children who 
have a developmental disability. The scale development took place over several years.
In its current state, it is comprised of five internally consistent and uni-dimensional 
domains: disability-related support, emotional-well-being, family interaction, parenting, 
and physical/material well-being. Respondents are asked to indicate, on a five-point 
scale, the importance of 25 statements on their family quality of life. They are then asked 
to indicate, again on a five-point scale, the degree to which they are satisfied that the 
condition has been met in their family within the past six months (Turnbull et al., 2005).
The BCFQLS has been found to be a reasonably reliable and valid tool for 
measuring the quality of life of families whose children (birth to 12 years of age) have 
developmental disabilities of various degrees of severity and live in their family homes.
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The intention of the current study was to determine whether or not the scale is useful for 
assessing the outcomes of federal disability policy for families with children who have 
severe developmental disabilities. It was considered possible that, when used with these 
families, the scale might produce a floor effect. Such an effect is said to exist when 15% 
or more of the total number of respondents to a scale obtain the lowest score possible 
(McHomey & Tarlov, 1995; Hobart & Thompson, 2001). The prospect that a floor effect 
might exist was based on the assumption that families with children who have severe 
developmental disabilities face challenges that may collectively have a negative impact 
on their quality of life. These challenges include, among other things, the emotional and 
financial pressures previously mentioned. Were the BCFQLS to produce a floor effect 
when used with families with children who have severe developmental disabilities, the 
scale could not be utilized to assess policy outcomes for those families because all 
policies would appear to be equally ineffective.
EVALUATING THE UTILITY OF THE BCFQLS 
The BCFQLS will be useful as an instrument for assessing federal disability 
policy outcomes for families with children who have severe developmental disabilities 
only if it is found to be psychometrically sound when used to assess the quality of life of 
those particular families. The psychometric soundness of any instrument is determined 
by obtaining evidence of its reliability and validity.
Reliability
Fundamentally, reliability refers to the random and systematic error present in any 
measurement. Its formal definition is based on classical test theory, which states that any 
measurement is comprised of two parts -  its true value and extraneous measurement
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error. Reliability distinguishes the portion of a measurement that is true from the portion 
that is comprised of error (Rothstein and Echtemach, 1993; Streiner & Norman, 2003).
The general concept of reliability is fairly straightforward. It refers to the ability 
of a measurement instrument to dependably provide the same or comparable data when 
used with individuals at different times, when used by different researchers, or when 
compared to similar instruments. The two different types of reliability are internal 
consistency and measures of stability. Internal consistency is defined as the extent to 
which scale items reflect one basic concept. There are many methods that may be 
employed to measure the internal consistency of a scale. These include item-total 
correlation, split-half reliability, Kuder-Richardson 20, and Cronbach’s alpha (a). 
Measures of stability describe the extent to which a measurement remains constant when 
administered under different conditions. They include inter-tester reliability, parallel- 
forms (also known as altemate-forms) reliability, intra-tester reliability, and test-retest 
reliability (Rothstein & Echtemach, 1993; Streiner & Norman, 2003; Babbie, 2004).
In order for measurement to provide useful information, it must be explained both 
within the context of the variation expected between individuals that comprise a 
population and within that population of individuals as a whole. To borrow a 
hypothetical illustration from Streiner and Norman (2003), the statement that an 
instrument for measuring weight is accurate to + 2.0 pounds is only meaningful if one 
also knows both the average weight of the individuals that comprise a particular 
population and the range of expected weights present in that same population. In this 
example, it is clear that the scale would be able to adequately reflect true weight 
differences between adults. It would not, however, reliability discriminate between the
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birth weights of pre-term infants. Therefore, although the scale may very well produce 
consistent results when administered under different circumstances, it would not be 
reliable for use with all populations.
Developers of subjective measurement scales typically lack information about the 
variation expected among individuals. To compensate for this lack of information, 
reliability is usually cited as a ratio of the variability between individuals to the total 
variability in the scores. Since the total variability in the scores is a combination of 
variability between individuals and measurement error, the reliability of a scale is a 
measure of the proportion of the variability in scores that is due to true differences 
between individuals. Reliability is therefore expressed as a number between 0.0 (no 
reliability) and 1.0 (perfect reliability). Essentially, the reliability coefficient reflects the 
extent to which an instrument can differentiate between individuals. It is able to do so 
because the size of the coefficient is directly related to the variability between them. The 
minimum value required to constitute an acceptable reliability coefficient varies among 
authors from 0.5 to 0.7 for group analyses. Higher values might be desired if the cost of 
misinterpreting a study’s results is great or if the decisions to be made based on them are 
critical (Garlington & Shimota, 1964; Tiedeman, 1972; Streiner & Norman, 2003).
There are two issues that must be considered when one assesses the reliability of 
an instrument. First, reliability is affected by the length of an instrument. In that 
responses to every item have an associated error of measurement, averaging the 
responses of a greater number of items reduces the error (Streiner & Norman, 2003).
Second, and more relevant to the current study, is the fact that reliability is also 
affected by the composition of study samples. Since reliability is a measure of the ratio
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of variability between individuals to total variability, there is a positive correlation 
between its value and the degree of heterogeneity of the study sample (Streiner & 
Norman, 2003). It follows that an instrument that is reliable for use with a highly 
heterogeneous population cannot necessarily be assumed to be reliable for use with a less 
heterogeneous one. This is one reason that the psychometric properties of the BCFQLS 
needed to be evaluated when the scale was used to measure the quality of life of families 
with school-aged children (6-21 years of age) who had severe developmental disabilities. 
Even though the BCFQLS had been found to be a reasonably acceptable instrument for 
measuring the quality of life of families with children (birth to 12 years of age) whose 
developmental disabilities ranged from mild to severe, it could not automatically be 
concluded that it would be appropriate for use with the comparatively homogenous 
amalgamation of families that comprised the current study sample. Additional research 
into the psychometric properties of the BCFQLS was needed to either support or refute 
that conclusion.
Types o f Reliability 
Internal Consistency
Internal consistency is defined as the extent to which scale items reflect one basic 
concept. Measures of internal consistency basically represent the average of the 
correlations among all items of a scale. It differs from the other types of reliability in one 
primary way. Whereas measures of stability are based on repeated administrations of the 
instrument, internal consistency is based on a single administration of an instrument and 
correlation coefficients are therefore easily obtained. Measures of internal consistency 
have one primary limitation, however. Since they do not consider variability in results
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based on different administration testers or times, they can lead to an over-estimation of 
the true reliability of an instrument (Streiner & Norman, 2003).
Two conditions must be met in order for a scale to have acceptable internal 
consistency. First, each item must be moderately correlated with all other scale items. If 
they are too low, it is likely that the scale is measuring more than one trait. If they are 
excessively high, the scale may contain redundant items. At best, redundant items would 
provide little additional useful information. At worst, they may reduce the scale’s 
content validity (Streiner & Norman, 2003). The primary method used to determine 
between-item correlations is factor analysis. Basically, the technique generates a 
correlation matrix of all scale items and then groups highly correlated items to form 
constructs. By examining the individual item correlations, one can determine the degree 
to which each item is correlated with all other individual scale items.
The second condition that must exist in order for a scale to have acceptable 
internal consistency involves the correlations between each item and the total scale score. 
Basically, each item must correlate with the total scale score. There are many methods 
by which to determine these correlations, and all of them produce the same basic results 
(Streiner & Norman, 2003).
One of the established methods for examining the internal consistency of a scale 
is item-total correlation. It measures an item’s correlation with the total scale when the 
individual item is removed. If the individual item is not removed, the correlation of that 
item with the total scale would be artificially inflated because it would include the perfect 
correlation between the item and itself. Item-total correlations should exceed 0.20 
(Cronbach, 1951; Streiner & Norman, 2003).
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Another method used to assess the internal consistency of a scale is split-half 
reliability. It is a technique in which scale items are randomly divided into two sets and 
the correlation coefficients of the two sets are then compared. Each set should correlate 
with each other and also with the scale as a whole. One limitation of the method is that 
scale items can be divided numerous ways (thereby producing many different correlation 
coefficients for a single scale). A second limitation is that, in the case of an unacceptable 
result, the method does not identify the individual problematic items. Third, since the 
number of scale items influences the reliability of a scale and the method uses only half 
of the items, the resulting correlation will be artificially low (Streiner & Norman, 2003; 
Babbie, 2004).
The Kuder-Richardson 20 (KR-20) (Kuder & Richardson, 1937) method 
addresses both of the limitations of the split-half method. It is used with scales that 
contain items that are answered dichotomously, such as either “true” or “false”. In order 
to compute it, one must know the proportion of people who answered positively to each 
item as well as the standard deviation of the total score (Streiner & Norman, 2003).
Cronbach ’s a (Cronbach, 1951) is an extension of KR-20 and permits its use with 
scales that contain items with greater than two response alternatives. In order to compute 
it, the standard deviation for each item must be known (Streiner & Norman, 2003). 
Currently, Cronbach’s a is the most widely recommended and used method in scale 
development (Nunnally, 1967; Streiner & Norman, 2003). Acceptable alphas are usually 
defined as > 0.70 (Nunnally, 1978), although some authors offer a different standard. 
There is some indication that a coefficient as low as > 0.60 is satisfactory (Hair, 
Anderson, Tatham, & Black, 1998), and there are also opinions that anything < 0.80 is
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unacceptable (Streiner & Norman, 2003). Alphas > 0.90, especially if the scale contains 
numerous or redundant items, may also be unacceptable. It is the ultimate responsibility 
of the researcher to use sound reasoning to determine whether or not a scale has 
acceptable internal consistency (Streiner & Norman, 2003).
Stability Measures
There are four basic ways to view the stability of an instrument when administered 
under different circumstances. Inter-tester reliability examines the ability of a scale to 
produce similar results when administered by different researchers. Intra-tester 
reliability assesses the ability of a scale to produce similar results when administered by 
one researcher at two different points in time. Parallel-forms reliability evaluates the 
ability of a scale to produce results similar to those obtained from the administration of 
an alternate form of the scale. Test-retest reliability, similar to intra-tester reliability, 
appraises the ability of a scale to produce similar results when given to one subject on 
two separate occasions. If there is no reason to suspect that the data should change 
between the two time points, the responses should be the same both times (Rothstein & 
Echtemach, 1993; Streiner & Norman, 2003; Babbie, 2004).
Validity
The determination of a scale’s utility must also include an examination of its 
validity, or its ability to measure what it purports to measure and to provide meaningful 
information during a particular application or for a specific purpose. The greater a 
scale’s validity, the greater the amount of useful information it can provide. Since all 
scales provide some information, they all possess a degree of validity (in other words, 
scales should never be thought of as either valid or invalid -  rather, they should be
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classified as being valid or invalid for a particular purpose) (Nunnally, 1967; Rothstein & 
Echtemach, 1993). Although there are various types of validity, they all address the 
same issue -  that is, the degree of confidence one can place in the inferences made based 
on the scores obtained from a scale’s administration (Rothstein & Echtemach, 1993; 
Streiner & Norman, 2003; Babbie, 2004).
Subjective Evidence o f Validity
The minimum requirement for most instruments is that they possess acceptable 
face and content validity. These two types of validity assess the “reasonableness” of a 
scale. There are situations in which face and content validity are disadvantageous and are 
therefore consciously avoided. Direct questions designed to assess criminal and other 
socially undesirable behavior may reinforce a scale’s face validity but would likely not 
produce honest responses. In this situation, scale developers may need to sacrifice face 
validity by creating scale items that appear to be less clearly related to the underlying 
trait. Nevertheless, the vast majority of scales satisfy the basic requirement of face and 
content validity (Rothstein & Echtemach, 1993; Streiner & Norman, 2003).
A scale is said to have face validity if it appears to measure what it purports to 
measure. It is typically based on the subjective opinion of one or more experts, although 
it is preferable that it be judged by those to whom the scale will ultimately be 
administered. A five-point rating (ranging from “extremely suitable” to “irrelevant”) of a 
scale is adequate for establishing face validity (Nevo, 1985; Rothstein & Echtemach,
1993; Streiner & Norman, 2003).
Content validity refers to the degree to which a scale addresses the range of 
meanings included within the concept the scale purports to measure. It is present if the
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instrument addresses all of the important or relevant domains and does not contain any 
extraneous items (Nunnally, 1967; Streiner & Norman, 2003). Scale developers should 
consider a variety of sources when devising scale items. Each item should be examined 
individually to determine whether or not it is related to the overall construct the scale is 
intended to measure. Items unrelated to the overall construct should be excluded because 
they will introduce error into the measurement. That is, they will discriminate between 
individuals on some trait other than the one that the scale intends to measure. Items 
related to the overall construct should be retained. Furthermore, the number of items per 
scale domain should reflect each domain’s importance to the construct being measured; 
otherwise, the final score would not accurately represent the construct. Content validity 
is typically determined by the subjective opinion of one or more experts. However, it is 
not possible to directly measure content validity. Research can strengthen the evidence 
that content validity exists, but it cannot conclusively determine whether or not a scale 
contains all of the items relevant to the particular concept the scale was developed to 
measure.
Factor analysis is another technique useful for assessing a scale’s content validity. 
It is a statistical technique that groups scale items into common themes (that is, distinct 
factors) by comparing their inter-correlations. There are several criteria that must be met 
in order for factor analysis to be properly used in this manner. First, the items to be 
analyzed should be measured at the interval-scale level. Second, responses should be 
fairly normally distributed. Furthermore, there should be a minimum of five times more 
respondents in the sample than there are items being analyzed (for example, a 25-item 
scale would require a sample of 125 respondents). On this latter point, some authors
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argue that a minimum of 20 times more respondents is a more appropriate number 
(Rothstein & Echtemach, 1993; McDowell & Newell, 1996; Streiner & Norman, 2003; 
Babbie, 2004).
Empirical Evidence o f Validity
Empirical evidence of a scale’s validity is also needed. The several available 
techniques for empirically assessing validity can essentially be separated into two distinct 
categories: (1) methods for use in the absence of other measures; and (2) methods for use 
when other scales of the same or similar attributes exist (Streiner & Norman, 2003). 
Construct Validity
Construct validity is the name given to a broad set of techniques used to 
empirically assess validity in the absence of other instruments. It is used during an 
attempt to develop a new tool that measures a constmct rather than something that is 
readily observable. It is presumed to exist when empirical evidence that a hypothesized 
logical relationship between variables is found. For example, someone interested in 
developing a scale to study family quality of life might hypothesize a logical positive 
relationship between family quality of life and variable x. If the family quality of life 
measurement scale is shown to relate to variable x  in the manner predicted, evidence of 
the scale’s construct validity exists. If the opposite relationship is demonstrated, 
however, the scale’s construct validity would be in question. According to Cronbach and 
Meehl (1955), establishing construct validity requires three basic steps: (1) explicitly 
stating a set of theoretical concepts and how they are related to each other; (2) developing 
a scale to measure these hypothetical constructs; and (3) testing the relationships among 
the constructs and their observable expressions. Further refinements to this method were
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made by others (Rothstein & Echtemach, 1993; McDowell & Newell, 1996; Streiner & 
Norman, 2003; Babbie, 2004).
There are three primary methods by which one may assess the construct validity 
of an existing instrument. All involve formulating hypotheses and then testing them in 
two or more populations. The first method simply involves a comparison of populations 
that are expected to possess differing amounts of the attribute the scale intends to 
measure. One simple application of this method is known as extreme groups comparison, 
in which one population has the attribute and the other does not. The second method for 
establishing construct validity is known as convergent validity. It examines the degree of 
the relationship between the newly developed scale and other instruments that measure 
similar constructs. The new scale should positively correlate with these other 
instruments. The third method is known as discriminant validity. It examines the 
strength of the relationship between the newly developed scale and other instruments that 
measure dissimilar constructs. The new scale should not highly correlate with these other 
instruments (Streiner & Norman, 2003).
It must be emphasized, however, that construct validity cannot be directly 
measured. The process of construct validation is partly scientific but largely an art form. 
Its presence or absence cannot be definitively ascertained from the results of one study. 
Each successful test of a scale’s construct validity offers additional evidence that the 
scale is actually measuring the concept it was designed to measure. Each successful test 
also contributes to an understanding of the concept and may serve as the basis upon 
which new hypotheses are stated and empirically tested. However, a successful test does 
not, in and of itself, absolutely test the correctness of a concept. A researcher should
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therefore analyze the results of several investigations before deciding that an instrument 
accurately measures the desired construct and will therefore be useful for his or her 
project (Nunnally, 1967; Rothstein & Echtemach, 1993; Streiner & Norman, 2003; 
Babbie, 2004).
Criterion Validity
Criterion validity is the name given to the readily apparent method for assessing a 
scale’s utility in the event that other scales of the same or similar attributes exist. It 
consists of comparing the scale to one of known validity with which it should strongly 
correlate. If a scale successfully measures a particular concept, then it should relate in a 
logical manner to other scales. Acceptable correlations will lie in the midrange of 0.4 -  
0.8. To establish criterion validity for a new scale, evidence for or against it can be 
accumulated with each new investigation. Multiple measurements, including those that 
reflect similar attributes, are acceptable (Rothstein & Echtemach, 1993; McDowell & 
Newell, 1996; Streiner & Norman, 2003, Babbie, 2004).
The classical definition of criterion validity is the correlation of a newly 
developed scale with the “gold standard” or “reference standard” measure of the attribute 
-  that is, the criterion instrument that has been employed and accepted for use in the field. 
There are two types of criterion validity that differ based on time -  concurrent validity 
and predictive validity. Concurrent validity is the correlation of the new scale with an 
already existing criterion measure, both of which are given simultaneously. In the case of 
predictive validity, the new scale is administered and the reference measure is then 
administered at some later time. Should the new scale be found to accurately predict the 
results obtained from administration of the reference measure, evidence for predictive
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validity exists. The former is the method most often used during an attempt to replace a 
criterion measure with a tool that is cheaper, less invasive, and/or simpler to administer. 
The latter is the method most often used when it is desirable to develop a tool that 
provides answers in a timelier manner or predicts important approaches or outcomes to a 
problem (Rothstein & Echtemach, 1993; McDowell & Newell, 1996; Streiner & Norman, 
2003).
DEVELOPMENT OF HEALTH MEASUREMENT SCALES 
Measurement is an essential part of scientific research. The increasing attention 
given during the past two decades to the impact that health services have on quality (as 
differentiated from quantity) of life has led to the need to develop reliable and valid tools 
for measuring relatively subjective states. Fortunately, a systematic approach for 
developing such instruments exists. Streiner and Norman (2003) have described a 
method that stresses the importance of reliability and validity in the development of 
health measurement scales. Unlike standard psychometric texts that are directed more 
toward assessments of aptitude and intelligence, the Streiner and Norman text on health 
measurement scales focuses exclusively on the measurement of health. It has been 
referenced over 1000 times in other published works (D. Norman, personal communi­
cation, November 1, 2005). An overview of health measurement scale development 
based on their approach follows. The initial development of the BCFQLS followed this 
method.
Review of Existing Scales
The initial decision a researcher must make when he or she begins the process of 
scale development is whether or not to develop a new instrument in the first place. Since
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numerous health measurement scales have already been advanced, a researcher should 
first review the literature in an effort to locate scales that might be appropriate given the 
purpose of his or her study. This decision will likely involve a purview of the 
appropriateness of the scale items, but it should also be complemented by a thorough 
review of evidence that supports the use of existing instruments. Several aspects of their 
reliability and validity, as previously discussed, should be assessed. The review, while 
perhaps failing to reveal an appropriate instrument, is nevertheless valuable in that it will 
provide insight useful to a researcher during the process of developing a new scale. 
Formulating Scale Items'
Once a researcher has determined that a new scale must be developed, the next 
step is to devise scale items. This is an important phase -  no amount of statistical 
manipulation can compensate for data or the lack thereof due to absent, ambiguous, and 
irrelevant items. Formulating scale items involves four basic steps: (1) finding and/or 
writing a large number of scale items; (2) selecting those for possible inclusion in the 
scale based on specific criteria; (3) scaling responses to the items; and (4) making a final 
selection of the items that will be included in the scale.
Sources o f Scale Items 
Existing Scales
The advantages of adopting new scale items from those of existing scales are 
numerous. The researcher can save time and effort by using a scale items that have 
already been devised, both in terms of their actual writing and also the evaluation of their 
psychometric soundness. Furthermore, there is a limit to the number of ways by which 
one might inquire about a specific problem or state. The primary disadvantages are that
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items obtained from such a source may contain outmoded language and/or fail to 
completely address the concept the researcher wishes to investigate.
Individuals
Key informant interviews may provide useful information to a researcher faced 
with the task of devising new scale items. They are extensive interviews of people 
chosen due to their unique knowledge of the construct for which the new scale is being 
developed. The number of people interviewed is variable and dependent upon the 
information they provide -  additional people should continue to be interviewed until no 
new themes emerge from an analysis of their data.
Focus group interviews may also be helpful to the process. A focus group 
interview is a discussion, guided by a facilitator, of approximately 6-15 people who are 
able to speak volitionally and unrestrained about topics of interest to the researcher 
(Streiner & Norman, 2003; Babbie, 2004). Specific to scale development, focus groups 
should be comprised of participants who are representative of those the researcher intends 
to study with his or her newly developed scale. The researcher organizes the data they 
provide into themes, generates scale items based on those themes, and then reconvenes 
the focus groups to discuss the clarity, completeness, and relevance of those items.
Theory and Research
Theory, as a source of scale items, refers both to formal systematic models that 
describe the relationships between concepts and the vague, informal speculations of 
observations and laws that explain a particular aspect of life (Streiner & Norman, 2003; 
Babbie, 2004). Both are useful, especially when the scale is being developed to measure 
an attitude, behavior, or trait. To illustrate, if a researcher wishes to develop a scale to
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measure family quality of life, it would be logical to include items from each of the 
concepts contained in theories that predict family quality of life. Theories may therefore 
guide the researcher to devise scale items to address areas not otherwise considered.
Theories must eventually be empirically tested. Research can also serve as a 
source of scale items, both from the literature review conducted when designing the study 
to test the theory and from the findings of such investigations.
Initial Item Selection
The second step in formulating scale items is to select items from those identified 
and/or written during the first step. There are a variety of factors one must consider when 
determining which of these items should eventually be included in the scale.
Face and Content Validity
A scale developer must first make a decision as to whether or not face validity of 
the scale is desirable. It will depend on the needs of the researcher -  face validity 
promotes respondent acceptance of the instrument, but as mentioned previously, it may 
be worthwhile to conceal the true intent of a scale item in order to reduce respondent 
bias.
The researcher must also ensure that the scale possesses adequate content validity 
-  in other words, that there are sufficient items to adequately and relevantly measure the 
construct for which the scale is being developed. Each scale item should relate to at least 
one of the content areas of the construct as those areas have been revealed through the 
sources of the scale items, and each content area should be represented by at least one 
scale item. Finally, the number of items per content area should reflect each content 
area’s relative importance with regard to the construct that the scale will measure
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(Thorndike & Hagan, 1961; Nunnally, 1964; Ebel, 1967; Nunnally, 1967; Carmines & 
Zeller, 1979).
Interpretability
The researcher must then assess the interpretability of all potential scale items. 
Those which require a reading level beyond that of a 12-year-old child should either be 
re-worded or discarded. The scale developer must also give careful consideration to 
ambiguous terms -  even apparently clear language can be interpreted or understood by 
some in a way unintended by the scale developer. Items that require a response based on 
a time frame should be explicit, especially with regard to health measurement scales -  
research has shown that people have a “generic memory” for a group of events and that a 
person’s ability to recall specific details that took place one year prior are generally 
inaccurate. Items that assess more than one topic concurrently should be avoided. Care 
must be taken to eliminate professional jargon from scale items. Value-laden items may 
predispose a particular response and should therefore be re-written or removed. Scale 
developers should strive to use only positively-worded items. Finally, the number of 
words per item should be as few as is possible to ensure comprehension.
The recommended way to ensure interpretability is to pre-test the scale with a 
sample of respondents with whom the scale will eventually be used. There are a variety 
of methods by which one may accomplish this -  for example, by asking respondents to 
rephrase items in their own words and then evaluating the rephrased items as to their 
correctness -  but regardless of the method used, it is essential to recruit pre-test 
respondents who are representative of the target population to whom the final scale will 
be administered. Items that are found to have unacceptable interpretability should be
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either rewritten or discarded, the scale should then be re-tested, and the process should be 
repeated until all items are comprehensible and unambiguous.
Scaling Responses
There are a variety of methods by which one may obtain responses to scale items, 
and the choice is at least partially dependent upon the nature of the items themselves. 
Regardless of the approach chosen, however, there are a number of fundamental issues 
that must be addressed in order to properly design a rating scale that maximizes accuracy 
while at the same time minimizes bias.
Determining the Proper Number o f Response Categories
The proper number of response categories should lie between five and seven. It 
has been mathematically determined that scale items should have at least five possible 
response categories -  fewer than five will result in a loss of information and a reduction 
in reliability and correlation coefficients (Nishisato & Torii, 1970; Hunter & Schmidt, 
1990; Suissa, 1991). Additionally, most people are generally unable to discriminate 
greater than seven levels along a continuum (Miller, 1956). The researcher should keep 
in mind, however, that some people are disinclined to choose extreme response 
categories. This end-aversion bias has the practical effect of reducing the number of 
response categories by two, which may have a negative effect on the scale’s ability to 
provide useful information.
A related issue is whether an even or an odd number of response categories 
should be offered. In the case of bipolar scales, such as those that range from strongly 
agree to strongly disagree, an even number of response categories obligates the 
respondent to choose one side or the other, while an odd number allows the respondent
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the freedom to express a neutral position. There is no definitive answer to the even- 
number-versus-odd-number question -  it will vary depending upon the needs of the 
researcher.
Labeling Response Categories
The technique by which one labels response categories may influence the 
responses obtained. A researcher may choose to label all, some, or only the end- 
anchored response categories, although research indicates that it is generally preferable 
that all response categories be labeled (Streiner & Norman, 2003). Respondents are 
typically more inclined to choose response categories that are labeled over those that are 
not (Wildt & Mazis, 1978; Frisbie & Brandenburg, 1979). Furthermore, end-anchored 
response categories tend to attract responses to those ends, which results in greater 
variability in the total responses given (Streiner & Norman, 2003).
The scale developer should also be aware that the terms with which he or she 
chooses to label the response categories may influence the responses given. Research 
indicates that comparatively specific terms are normally preferred over those that are 
more general.
Final Item Selection
Frequency o f  Endorsement and Discrimination
The scale should next be administered to a minimum of 50 subjects in order to 
assess the frequency with which respondents choose each response category and the 
degree to which items are able to discriminate between respondents. Generally speaking, 
items with a response category that is chosen less than 20% of the time or greater than 
80% of the time are eliminated. An item’s ability to discriminate is a closely related
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quality. It refers to the degree to which a particular endorsement rate is associated with 
the overall scale score (that is, whether or not a particular item discriminates between 
those who score high on the total score, and therefore presumably possess more of the 
trait being measured, and those who score low and therefore presumably possess less of 
the trait).
Homogeneity
A researcher should then assess the scale’s internal consistency. A scale should 
be homogenous -  that is, all scale items should assess a different aspect of a single trait. 
Items, therefore, should moderately correlate with each other (or, in the case of a multi­
scale instrument, with the other items contained within its subscale). If the correlations 
are too low, the scale may be assessing several different traits, and if the correlations are 
too high, at least some of the items are redundant and the scale’s content validity will 
suffer. Each individual item should also correlate with the total scale score (or, again in 
the case of a multi-scale instrument, with its total subscale score). Most scale developers 
utilize the Cronbach’s a statistic to measure internal consistency, and acceptable alphas 
are generally believed to be those between 0.70 and 0.90.
Factor Analytic Techniques
Factor analysis is a complex statistical technique useful in selecting items for 
multi-scale instruments. It basically groups items into the separate subscales of the single 
trait that the scale intends to measure. Each item should correlate with the subscale to 
which it is statistically assigned, and it should also fail to correlate with any of the other 
subscales. Items that do not meet these criteria should be re-assigned or eliminated 
(Nunnally, 1967; Babbie, 2004).
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DEVELOPMENT AND PSYCHOMETRIC ASSESSMENT OF QUALITY OF LIFE
SCALES IN CHILDREN’S HEALTH 
There are very few scales that seek to measure quality of life as a single concept.
A number of scales exist that operationalize and measure various aspects of quality of life 
(for example, functional ability, health status, life satisfaction and morale, psychological 
well-being, and social networks and social support). There are also a number of scales 
that measure disease-specific quality of life, although some argue that disease impact and 
quality of life are theoretically different concepts and that the impact of disease is best 
understood by comparing the quality of life of people who do and do not have the disease 
(Wallander, Schmitt, & Koot, 2001). There are very few scales, however, that combine 
all components of quality of life into a single instrument that measures quality of life as 
one non-disease-specific concept (Bowling, 1997).
There are five published generic measures of quality of life in children. They are 
the Child Health Rating Inventories (Kaplan, Barlow, Spetter, Sullivan, Kahn, & Grand, 
1995), the Comprehensive Quality of Life Scale (Cummins, 1997), the PedsQL (Vami, 
Seid, & Rode, 1999), the Quality of Life Profile -  Adolescent Version (Raphael,
Rukholm, Brown, Hill-Bailey, & Donato, 1996), and the RAND Health Status Measure 
for Children (Eisen, Ware, Donald, & Brook, 1979). Aspects of their development and 
psychometric assessment are summarized in the following table. The table also includes 
the BCFQLS and the other two family quality of life scales mentioned previously -  the 
Quality of Life Measure and the Family Quality of Life Survey.
The table shows that the developers of these scales typically followed at least 
portions of the basic method outlined above. The recommended approach to apply when
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initially developing scales (that is, the convening of focus groups to assist in the 
formulation of scale items and later pilot and field testing the instrument) was not always 
pursued. All used Cronbach’s a  for assessing internal consistency. Measures of stability 
were not obtained in every case, but when assessed, the test-retest method was 
consistently the means chosen by which to do so. One area that was not always 
adequately addressed was the assessment of face validity -  in fact, developers of five of 
the eight scales presented did not initially assess it. Another area not properly evaluated 
was content validity -  only half of the scale developers originally considered it.
Empirical evidence of scale validity, on the other hand, was typically examined.
The table also shows that the developers of the BCFQLS followed the standard 
procedure of scale development. Face validity was not assessed by those to whom the 
scale would ultimately be administered. The current study, however, sought to address 
this informational gap by assessing the face validity of the BCFQLS when used with 
families with school-aged children (6-21 years of age) who have severe developmental 
disabilities. All other psychometric properties were thoroughly evaluated.
Table 1. Development and Psychometric Properties of Quality of Life Measures
The BCFQLS (Turnbull, M arquis, Hoffman, Poston, Summers, Mannan, & W ang, 2005)
D evelopm ent Reliability'. Validity:
Focus Groups -  yes Internal Consistency -  yes (Cronbach’s a) Subjective Evidence:
Pilot Test -  yes Stability Measure -  yes (test-retest) Face -  no
Field Test — yes Content — yes 
Empirical Evidence'.
Construct -  yes (extreme groups) 
Criterion -  yes (concurrent)
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Table 1. Continued
The Child Health Rating Inventories (Kaplan, Barlow, Spetter, Sullivan, Kahn, & Grand, 199S)
Development
Focus Groups -  no 
Pilot Test -  no 
Field T e s t -n o
Reliability.
Internal Consistency -  yes (Cronbach’s a) 
Stability Measure -  no
The Comprehensive Quality o f  Life Scale (Cummins, 1997)
Development
Focus Groups -  no 
Pilot Test -  yes 
Field Test -  yes
Reliability
Internal Consistency -  yes (Cronbach’s a) 
Stability Measure -  no
Validity:
Subjective Evidence:
Face -  no 
Content -  no 
Empirical Evidence:
Construct -  yes (convergent) 
Criterion -  no
Validity:
Subjective Evidence:
Face -  no 
Content -  no 
Empirical Evidence:
Construct -  yes (extreme groups) 
Criterion -  no
The Quality o f  Life M easure (Olson & Barnes, 1982)
Development:
Focus Groups -  no 
Pilot Test -  no 
Field Test -  no
Reliability:
Internal Consistency -  yes (Cronbach’s a) 
Stability Measure -  yes (test-retest)
Validity:
Subjective Evidence'
Face -  no 
Content -  no 
Empirical Evidence:
Construct -  yes (factor analysis) 
Criterion -  no
The Quality o f Life Profile -  Adolescent Version (Raphael, Rukholm, Brown, Hill-Bailey, & Donator, 1996) 
Development: Reliability: Validity:
Focus Groups -  yes Internal Consistency -  yes (Cronbach’s a) Subjective Evidence:
Pilot Test -  yes Stability Measure -  no Face -  yes
Field Test -  yes Content -  yes
Empirical Evidence:
Construct -  yes (convergent) 
Criterion -  no
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Table 1. Continued
The Rand Health Status M easure for Children (Eisen, W are. Donald, & Brook, 1979)
D evelopm ent Reliability: Validity:
Focus Groups -  no Internal Consistency -  yes (Cronbach’s a) Subjective Evidence:
Pilot Test -  yes Stability Measure -  yes (test-retest) Face -  no
Field T e s t -n o Content -  no 
Empirical Evidence:
Construct -  yes (factor analysis) 
Criterion -  no
The Family Quality o f  Life Survey (Brown, Anand, Fung, Isaacs, & Baum, 2003)
Development. Reliability: Validity:
Focus Groups -  yes Internal Consistency -  unknown Subjective Evidence:
Pilot Test -  yes Stability Measure -  unknown Face -  yes
Field Test -  no Content -  yes 
Empirical F.vidence: 
Construct -  unknown 
Criterion -  unknown
The PedsQL (Varni, Seid, & Rode, 1999)
Development. Reliability: Validity:
Focus Groups -  yes Internal Consistency -  yes (Cronbach’s a) Subjective Evidence:
Pilot Test -  yes Stability Measure -  no Face -  yes
Field Test -  yes Content -  yes 
Empirical Evidence:
Construct -  yes (extreme groups) 
Criterion no
DEVELOPMENT AND PSYCHOMETRIC ASSESSMENT OF THE BCFQLS 
The BCFQLS was developed as a result of the efforts of researchers at the Beach 
Center on Disability to devise a scale for measuring the quality of life of families with 
children who have disabilities of all types. It was developed utilizing the same methods
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typical of the construction of other health measurement and quality of life scales. The 
scale development took place over a period of several years and proceeded through three 
phases. Prior to the current study, it had not been tested in families with school-aged 
children (6-21 years of age) who have severe developmental disabilities.
Steps in the Development of the BCFQLS 
Focus Groups
Initially, the researchers implemented a participatory action research approach 
(Poston et al., 2003; Turnbull, 2003), which is a process of conducting research 
collaboratively among investigators and intended research beneficiaries to ensure optimal 
rigor and usefulness to all involved parties (Turnbull, Friesen, & Ramirez, 1998). The 
researchers asked families, service providers, administrators, and researchers from the 
fields of education, health, and human and social services to advise them regarding the 
best method for developing an instrument that would accurately measure the quality of 
life of families with children who have disabilities. They also systematically reviewed 
the literature on both individual and family quality of life so that they could ensure that 
their efforts were based on the most current knowledge available (Poston et al., 2003; 
Turnbull, 2003).
The researchers then launched a qualitative study to develop grounded theory for 
conceptualizing family quality of life. They consulted with parent and professional 
leaders in one rural (Granville County, North Carolina) and two urban (Kansas City and 
New Orleans) areas of the country and followed their advice regarding the best method 
for configuring focus groups to enhance participant comfort and responsiveness. 
Convenience, intensity, maximum variation, and purposive sampling strategies were used
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to recruit participants. Generally, a total of six focus groups (two comprised of families 
with children who had disabilities, two comprised of families with children who did not 
have disabilities, and one group each comprised of administrators and service providers) 
of 6-12 participants each were conducted in each of the three geographic areas (Poston et 
al., 2003; Turnbull et al., 2005).
Focus group participants were asked to relate both positive and negative family 
experiences, and they were also asked to respond to general questions regarding those 
experiences and family quality of life in general. The focus groups that were comprised 
of administrators and service providers were also asked to discuss their perspectives on 
the factors that contribute to family quality of life for the families to whom they provide 
services. A semi-structured interview guide of probing questions was used to give a 
general direction for each 1.5 hour focus group conversation (Poston et al., 2003).
Moderators, at the conclusion of each focus group, summarized major points with 
the group participants and requested feedback from them. The primary and assistant 
moderators of each group also met with each other after each session to discuss the 
appropriateness of the interview guide and probes, the quality of the moderation, and any 
other issues that required reflection. They furthermore addressed emerging themes and 
confirmed the accurateness of previous themes so that they could revise the interview 
guide and probes if necessary to ensure that the richest data possible was obtained 
(Poston et al., 2003).
The researchers transcribed all focus group discussion and checked the audiotapes 
and transcript twice to ensure accuracy. Three to four months later, each focus group was 
reconvened for a second round of data collection in order to explore issues in greater
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depth and to address questions and issues that were not fully addressed initially. Because 
some of the original group members were unable to participate in the second round, new 
members were recruited in order to ensure adequate group size. In an effort to ensure 
rigor, the researchers, at the beginning of the meeting, shared a synopsis of the first round 
with the second round participants (Poston et al., 2003).
Data collected during the first phase of the scale development also included the 
individual perspectives of persons with limited English proficiency who lived in the 
Kansas City area. The individuals consisted of 18 parents and three siblings of children 
who had disabilities as well as 10 regular providers of services and supports to families. 
The principle purpose of these interviews was to gain the perceptions of families whose 
primary language was other than English, and they were interviewed individually rather 
than collectively at the advice of the participatory action research advisor. The 
interviews were audiotaped and later transcribed and analyzed according to standard 
procedures (Poston et al., 2003).
Data was collected from a total of 187 individuals. The focus group and 
individual interview transcriptions yielded a document that was comprised of 1900 
single-spaced pages (Poston et al., 2003; Turnbull et al., 2005).
The research team then began the process of data analysis, the completion of 
which required 16 months. They used the constant comparative method to generate a 
framework that they felt accurately interpreted their data and then gradually reduced it to 
produce a small set of higher-level concepts (Poston et al., 2003; Turnbull, 2003).
Six members of the research team read the transcripts generated from two focus 
groups that differed in terms of both member composition and the site at which the
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research questions and met in pairs to discuss initial perspectives on emerging categories. 
This process was repeated with four more sets of transcripts for each of the three pairs of 
research teams, and the teams then compared their perspectives on the categories that 
appeared to be emerging. They continued in this manner until all transcripts had been 
analyzed. Disagreements were resolved through discussion and consensus building with 
the goal of developing a plausible and inclusive classification system that accurately 
described family quality of life. All six researchers eventually agreed that the family 
quality of life concept had been clearly and comprehensively operationalized (Poston et 
al., 2003).
The researchers used Ethnograph (5.0), a software program, to sort their 
qualitative data by categories. This formed the basis for a final version of categorization 
of the data. Four researchers used this final version to recode all focus group and 
individual interview transcripts, and a fifth researcher checked 30% of their analysis to 
ensure coding accuracy and thoroughness (Poston et al., 2003).
Finally, the researchers employed two strategies at the completion of data analysis 
in an additional effort to ensure rigor. They solicited, from colleagues and family leaders 
who were not immersed in the study, feedback on their research methods and findings. 
They also provided 65 focus group participants with an executive summary of their 
results and asked them to provide feedback with respect to the credibility of the summary 
and methods for improving the focus group process. Of the 25 persons who responded to 
the survey, all confirmed the accurateness of the executive summary and three provided 
suggestions for improving the focus group process (Poston et al., 2003).
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The analysis of the first phase of data collection suggested that family quality of 
life consisted of 10 core areas with two different orientations -  one an individual 
orientation and the other a family orientation. The domains with an individual orientation 
represented the ways in which the quality of life of individual family members influenced 
other family members and the quality of life of the entire family. Those six domains 
were advocacy, emotional well-being, environmental well-being, health, productivity, 
and social well-being. Domains with a family orientation represented the ways in which 
individual family members lived their lives collectively as a single unit. Those four 
domains were daily family life, family interaction, financial well-being, and parenting 
(Poston et al., 2003).
Pilot Test
The researchers then implemented the second phase of the development of their 
scale. They created a pilot version of the BCFQLS by writing an approximately equal 
number of items for each of the 10 family quality of life domains. Respondents were 
asked to rate the importance of each of the 112 resulting items on a five-point Likert-type 
scale that ranged from not at all important to very important. A pilot test of the scale was 
conducted with family members, researchers, and service providers to obtain feedback on 
ways to improve it in terms of clarity, format, instructions, and readability. The scale 
was accordingly rewritten and simplified from an 8th grade to a 6th grade reading level 
(Park et al., 2003; Turnbull et al., 2005).
Field Test
The scale was then subjected to a 13-state field test. The researchers determined 
the proportionate number of families needed from each state based on state population
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
81
numbers, and they endeavored to include families from rural, suburban, and urban areas. 
In order to recruit a diverse and nationally-representative sample, researchers requested 
assistance through two primary groups. They asked public school systems in the 13 
states to randomly select children who had disabilities by: (1) alphabetizing their names;
(2) excluding those whose only special education service was that of speech therapy; and
th(3) selecting them at a specified interval (for example, every 10 child) based on the total 
number of children served. They also collaborated with the Grassroots Consortium on 
Disability, a national conglomerate of parent organizations for culturally and linguis­
tically diverse families with children who have disabilities. Consortium members 
translated the scale into other languages, employed methods to ensure a good response 
rate, read the scale to participants if needed, and by their involvement conveyed to 
participants that the researchers could be trusted (Turnbull, 2003).
The responses of 1197 individuals from 459 families were analyzed (Turnbull et 
al., 2005). Of the 112 items, 85 pertained to general family quality of life and 27 
reflected disability-specific quality of life. Items of the two groups were analyzed 
separately (Park et al., 2003).
With regard to the 85 items that reflected general family quality of life, a factor 
analysis was done to extract a limited number of factors with a reduced number of items. 
The researchers eliminated items from the scale that received relatively low importance 
ratings, did not share significant common variance with other items, and/or seemed to be 
more reflective of individual rather than family quality of life (Turnbull et al., 2005).
Based on these analyses, four non-disability factors were identified -  family 
interaction, general resources, health and safety, and parenting. Researchers assigned
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items to the four factors based on face validity and factor analyses results and then 
preliminary internal reliabilities for each factor were computed. The Cronbach’s alphas 
were 0.90 for the eleven-item family interaction factor, 0.82 for the nine-item general 
resources factor, 0.87 for the eight-item health and safety factor; and 0.86 for the nine- 
item parenting factor. Items were then re-worded for clarity and/or combined to 
eliminate redundancy, and eight items for each of the four factors were identified (Park et 
al., 2003).
The 27 items that pertained to disability-specific quality of life were also 
subjected to exploratory factor analysis. Eight items were excluded due to insufficient 
statistical loading, and the remaining 19 items were re-worded and combined to create an 
eight-item factor named support for persons with disabilities (Park et al., 2003).
The final result of the second phase of the development of a scale for measuring 
the quality of life of families with children who have disabilities was a five-domain 
(rather than the original 10-domain) model. The five domains were family interaction, 
general resources, health and safety, parenting, and support fo r persons with disabilities 
(Park et al., 2003; Turnbull, 2003).
Psychometric Assessment of the BCFQLS
The third phase of the development of the BCFQLS consisted of two steps. First, 
the researchers conducted a study to examine the conceptual and statistical fit of the items 
with the five subscales and to establish each subscale’s psychometric properties with 
regard to both importance and satisfaction ratings. Based on the findings of this initial 
step, they conducted another study for the purposes of: (1) examining the extent to which 
the psychometric properties identified in the first step would be replicated across
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independent samples; (2) assessing the model fit of the scale in its entirety; and (3) 
gathering additional information about the reliability and criterion validity of the overall 
scale. To accomplish these goals, two separate confirmatory factor analyses were 
conducted (Turnbull et al., 2005).
Step One 
Item Refinement
Scale responses were renamed. Because there were a large number of very 
important responses to importance ratings, the item anchors were changed to a little 
important, important, and critically important (Turnbull et al., 2005).
Study Population
The researchers then recruited a demographically and geographically diverse 
sample of families of children (ages birth to 19+ years) who had disabilities. They 
utilized heads of local, state, and national organizations (for example, Head Start, Parent- 
to-Parent, and early intervention agencies), to facilitate contact with parents. In some 
cases, the researchers were permitted to administer the scale to parents directly. Some 
agencies, on the other hand, preferred to solicit responses themselves via mail or during 
face-to-face meetings with parents. In these cases, the researchers provided them with 
instructions, booklets, and the support materials necessary for the anonymous return of 
the surveys (Turnbull et al., 2005).
A total of 208 families from northeast (Pennsylvania), southern (North Carolina 
and Texas), midwest (Indiana, Kansas, and Michigan), and western (Washington) states 
responded. In the small number of cases in which surveys from more than one family 
member were returned, the data from only one respondent (usually the mother’s) was
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analyzed. The respondents were fairly representative, in terms of ethnicity and 
socioeconomic status, of the general national population. A large majority (95%) of them 
were either adoptive, biological, or foster parents. Male participants comprised 13.2% of 
the sample and 86.8% of the respondents were females. They represented children who 
had a variety of developmental disabilities (attention deficit disorder and/or attention 
deficit-hyperactivity disorder, autism, developmental delay, emotional disorders, health 
impairment, hearing impairment, learning disability, mental illness, mental retardation, 
physical disability, speech/language disorder, traumatic brain injury, and vision 
impairment). Slightly over a third (34.2%) of the parents indicated that their child’s 
disability was severe. Additionally, 40.9 % of their children were four years of age or 
younger, nearly four-fifths (79.8%) were ages birth to 12 years, slightly over half (52.8%) 
were between the ages of five and 18 years, and 20.2 % were 19 years of age or older at 
the time the study was conducted (Turnbull et al., 2005).
Data Analysis
The researchers utilized a complex and thorough method for analyzing the data. 
They first used three indices to examine the factor loadings and overall model fit for each 
of the subscales -  chi-square (y2), the comparative fit index (CFI), and the root mean 
square error of approximation (RMSEA). The y2 value measures the discrepancy 
between the data and the model, and a small (that is, non-significant) number is therefore 
desirable but often difficult to achieve as it is positively correlated with sample size. 
Consequently, the researchers also used the two additional indices to complete the 
confirmatory factor analysis. The CFI measures goodness-of-fit, and values > 0.90 and > 
0.95 indicate acceptable and excellent fit respectively. The RMSEA is an indication of
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poomess-of-fit, and values < 0.08 and < 0.05 designate an acceptable and excellent fit 
respectively. The researchers then used the results to analyze the items within each of the 
five domains. To do so, they employed one conceptual and three statistical criteria to 
identify problematic items. They first removed items that were not considered 
sufficiently important to overall family quality of life (that is, those with means < 4.0 on 
the 5.0-point scale). They then analyzed the content of each item for potential ambiguity. 
Third, they eliminated items with low loading scores or that loaded on more than one 
factor. Next, they evaluated items to identify problems with internal consistency (that is, 
they identified items with high a-if-deleted levels and low factor loadings) using the 
Cronbach’s a statistic and eliminated those with a levels of < 0.80. Following 
modifications made as a result of these four steps, they then re-examined the model fit 
(Turnbull et al., 2005).
The model fit for the original eight items presumed to measurt  family interaction 
was excellent [x2 (20) = 25.26,/? = 0.19, CFI = 0.99, RMSEA = 0.04, a = 0.89], Two 
items whose content was minimally related to family interaction and that had relatively 
high a-if-deleted levels and low factor loadings were eliminated from the scale. The 
model fit for the remaining six items was again excellent [y2 (9) = 8.26,/? = 0.51, CFI =
1.00, RMSEA = 0.00, a = 0.87], and item mean importance ratings ranged from 4.2 to 4.7 
(Turnbull et al., 2005).
The model fit for the original eight items thought to measure general resources 
was moderate [x2 (20) = 34.44,/? < 0.02, CFI = 0.95, RMSEA = 0.06, a = 0.81], Two 
items were eliminated because their mean importance ratings were <4.0 and they had 
relatively high a-if-deleted levels and low factor loadings. The researchers examined the
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content and inter-item correlations of the remaining six items and felt that they in fact 
addressed two distinct resources -- emotional (four items) and material (two items). To 
ensure that the sub-domain was internally consistent, one-dimensional, and parsimonious, 
they removed the four items from the general resources domain that were intended to 
measure social support and stress relief and with them created a new factor, emotional 
well-being. The model fit for these four items was excellent [x (2) = 1.69,/? = 0.43, CFI 
= 1.00, RMSEA = 0.00, a  = 0.79], and their mean importance ratings ranged from 4.1 to 
4.4. The remaining two items (that is, those related to material resources) were combined 
with items from the health/safety subscale as described below (Turnbull et al., 2005).
The model fit for the original eight items meant to measure health/safety was 
excellent [x2 (20) = 21.92,/? < 0.34, CFI = 1.00, RMSEA = 0.02, a = 0.88]. This 
subscale, however, contained seven health-related items and only one safety-related item. 
The researchers ultimately determined that, whereas the other subscales contained items 
that were related in general terms to the domain they were intended to measure, the seven 
health-related items that comprised the health/safety domain were comparatively specific 
and not compatible with the overall goal of measuring general family quality of life. The 
researchers combined two of the health-related items and the one safety-related item with 
the two items from the original general resources subscale that were related to material 
resources to create a new subscale, physical/material well-being. The model fit for these 
five items was excellent [x2 (5) = 6.58,/? = 0.25, CFI = 0.99, RMSEA = 0.04, a = 0.81]. 
Their mean importance ratings ranged from 4.3 to 4.7 (Turnbull et al., 2005).
The model fit for the original eight items intended to measure parenting was 
moderate [x2 (20) = 50.66,/? < 0.001, CFI = 0.93, RMSEA = 0.09, a = 0.89], One item
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was eliminated because its mean importance rating was < 4.0. Another item was 
eliminated due to its relatively high a-if-deleted level and low factor loading. The model 
fit for the remaining six items improved to excellent [y2 (9) = 6.80,/? = 0.66, CFI = 1.00, 
RMSEA = 0.00. a = 0.86], and their mean importance ratings ranged from 4.2 to 4.7 
(Turnbull et al., 2005).
The support fo r persons with disabilities domain was renamed and became the 
domain known as disability-related support. The model fit for its original eight items 
was poor ft2 (20) = 57.04,p  < 0.001, CFI = 0.85, RMSEA = 0.10, a = 0.86]. These 
results suggested that the items did not reflect a one-dimensional factor. Several pairs of 
items had correlations of > 0.80, which indicated that they were related to a considerable 
degree. The researchers eliminated four redundant items and the model fit for the 
remaining four items improved to excellent [%2 (2) = 3.35,p  = 0.18, CFI = 0.99, RMSEA 
= 0.06, a = 0.79], and item mean importance ratings ranged from 4.4 to 4.7 (Turnbull et 
al., 2005).
Next, the researchers separately considered each of the five domains that were 
suggested by the above analysis in terms of satisfaction ratings, which was measured by a 
five-point Likert-type scale that ranged from very dissatisfied to very satisfied. The four- 
item model for disability-related support had moderate fit [x (2) = 4.06,/? = 0.13, CFI = 
0.98, RMSEA = 0.08, a = 0.70], and item mean satisfaction ratings ranged from 3.2 to
4.3. The fit for the four-item model for emotional well-being was excellent [x2 (2) = 3.84, 
p  = 0.14, CFI = 0.99, RMSEA = 0.07, a = 0.83], and item mean satisfaction ratings 
ranged from 2.9 to 3.4. The six-item model for family interaction had excellent fit [x2 (9) 
= 10.07,/? = 0.34, CFI = 1.00, RMSEA = 0.03, a = 0.85], and item mean satisfaction
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ratings ranged from 3.6 to 4.3. The fit for the six-item model for parenting was moderate 
[X2 (9) = 22.95, p <  0.01, CFI = 0.92, RMSEA = 0.09, a = 0.81], and item mean 
satisfaction ratings ranged from 3.7 to 3.9. Finally, the five-item model for physical/ 
material well-being had unsatisfactory fit [x2 (5) = 14.63,p  = 0.01, CFI = 0.88, RMSEA 
= 0.10, a  = 0.64], and item mean satisfaction ratings ranged from 3.5 to 4.4 (Turnbull et 
al., 2005).
Results
These first-step findings indicated that, although the five subscales were internally 
consistent and one-dimensional with regard to importance ratings, such was not the case 
with respect to the satisfaction ratings. Four of the subscales (disability-related support, 
emotional well-being, family interaction, and parenting) had acceptable internal 
consistency and one-dimensionality. The physical/material well-being subscale, 
however, did not, which suggests that the participants were not homogeneously satisfied 
with its items (Turnbull et al., 2005).
Step Two 
Study Population
The researchers then implemented the second step of the third phase of the effort 
to devise a scale for measuring the quality of life of families with children who have 
disabilities. A stratified sampling technique for recruiting Kansas families with pre- 
teenage children who had disabilities was employed. The researchers desired to obtain a 
sample of families that was ethnically, geographically (that is, rural, suburban, and 
urban), and regionally (that is, who lived in northern, southern, eastern, and western 
regions of the state) diverse. They identified, contacted, and asked 30 agencies that met
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their criteria to participate in the study. Of them, 13 (34%) expressed an interest in 
becoming involved, and the researchers mailed to each an appropriate number of survey 
packets based on the number of families that each served. The packets contained 
demographic questions, the BCFQLS, and envelopes and instructions to the participants 
for returning the surveys to the researchers. A total of 1409 survey packets were 
provided (Turnbull et al., 2005).
A total of 280 useable surveys (20%) were returned. As was the case in the 
earlier step of the third phase, data from only one respondent per family (the mother’s 
when available) was subjected to analysis. The majority of respondents who were 
adoptive, biological, or foster parents was identical to that of the first phase (that is,
95%), and they represented children who had the same types of developmental 
disabilities. The second sample differed from the first in terms of the gender of the 
respondents (3.9% male and 96.1% female), the severity of the child’s disability (11.8% 
were reported to have either a severe or very severe disability), and the children’s ages 
(66.8 % were four years of age or less, 95.5% were between the ages of birth to 12 years, 
and there were no children older than 12 years) (Turnbull et al., 2005). The geographic 
and regional diversity of the second sample is unknown.
Data Analysis
The researchers first analyzed single-factor measurement models separately for 
the importance ratings of items within each subscale. The four-item model for disability- 
related support had excellent fit [x2 (2) = 5.14,/? = 0.07, CFI = 0.97, RMSEA = 0.08, a = 
0.92], and item mean importance ratings ranged from 4.5 to 4.6. The fit for the four-item 
model for emotional well-being was excellent [x2 (2) = 2.82, p  = 0.24, CFI = 0.99,
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RMSEA = 0.04, a = 0.80], and item mean importance ratings ranged from 4.2 to 4.4.
The six-item model for family interaction had excellent fit [x (9) = 9.31, p -  0.41, CFI =
1.00, RMSEA = 0.01, a = 0.92], and item mean importance ratings ranged from 4.4 to 
4.7. The fit for the six-item model for parenting was excellent [% (9) = 30.77.95, p  < 
0.001, CFI = 0.93, RMSEA = 0.10, a = 0.88], and item mean importance ratings ranged 
from 4.2 to 4.6. Finally, the five-item model for physical/material well-being had 
excellent fit [x2 (5) = 2.70, p  = 0.75, CFI = 1.00, RMSEA = 0.10, a = 0.88], and item 
mean importance ratings ranged from 4.5 to 4.7 (Turnbull et al., 2005).
They then separately analyzed single-factor measurement models for the 
satisfaction ratings of each subscale’s items. The four-item model for disability-related 
support had excellent fit [x2 (2) = 3.81,p  = 0.15, CFI = 0.99, RMSEA = 0.06. a = 0.85], 
and item mean satisfaction ratings ranged from 4.3 to 4.5. The fit for the four-item model 
for emotional well-being was excellent [x2 (2) = 0.84, p = 0.65, CFI = 1.00, RMSEA = 
0.00, a = 0.84], and item mean satisfaction ratings ranged from 3.7 to 3.8. The six-item 
model for family interaction had excellent fit [x2 (9) = 16.14, p  = 0.07, CFI = 0.98, 
RMSEA = 0.06, a = 0.90], and item mean satisfaction ratings ranged from 4.0 to 4.5.
The fit for the six-item model for parenting was excellent [x (9) = 8.1 \ ,p  = 0.52, CFI =
1.00, RMSEA = 0.00, a = 0.86], and item mean satisfaction ratings ranged from 4.1 to
4.3. Finally, the tive-item model for physical/material well-being had excellent fit [% (5) 
= 3.22, p  -  0.67, CFI = 1.00, RMSEA = 0.00, a = 0.74], and the item mean satisfaction 
ratings ranged from 4.0 to 4.6 (Turnbull et al., 2005).
The fit of the factor analytic model for the scale with all items included 
simultaneously in the analysis was determined. The researchers estimated both item-
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structure. The item-level model included the five first-order factors, each of which was 
measured by its four to six items, plus a single second-order latent factor of family 
quality of life (that is, the five first-order latent factors for each subscale). This item- 
level model had only marginally acceptable fit [%2 (270) = 653.09,p <  0.001, CFI = 0.85, 
RMSEA = 0.08]. The subscale-only model included a first-order factor of family quality 
of life, which was measured by the subscale means that were calculated from the set of 
items for each of the five individual subscales. This subscale-only model had excellent 
fit [x2 (5) = 3.67, p  = 0.60, CFI = 1.00, RMSEA = 0.00, a = 0.94] (Turnbull et al., 2005).
The satisfaction responses of the item-level overall family quality of life structure 
was then estimated. The model had moderate fit [x2 (270) = 460.65,p  < 0.001, CFI = 
0.90, RMSEA = 0.06]. The comparable subscale-level model had excellent fit [x (5) = 
10.29,/? = 0.07, CFI = 0.99, RMSEA = 0.07, a = 0.88] (Turnbull et al., 2005).
Results
Internal Consistency
The internal consistency of the BCFQLS was acceptable, both in terms of 
importance (a = 0.94) and satisfaction (a = 0.88) ratings. The importance and 
satisfaction ratings of items within each of the five subscales had acceptable internal 
consistency measures. Specific to importance ratings, the Cronbach’s a for the four-item 
disability-related support subscale was 0.92, the a for the four-item emotional well-being 
subscale was 0.80, the a for the six-item family interaction subscale was 0.92, the a for 
the six-item parenting subscale 0.88, and the a for the five-item physical/material well­
being subscale was 0.88. Specific to satisfaction ratings, the Cronbach’s a for the
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disability-related support, emotional well-being, family interaction, parenting, and 
physical/material well-being subscales were 0.85, 0.84, 0.90, 0.86, and 0.74 respectively 
(Turnbull et al., 2005).
Test-Retest Reliability
The researchers, in an effort to assess test-retest reliability of the scale, re­
administered it to a sub-sample of their participants three months after its initial 
administration. They found that all correlations were significant at the p  < 0.01 level.
The correlations for importance ratings for the disability-related support, emotional well­
being, family interaction, parenting, and physical/material well-being subscales were 
0.82, 0.69, 0.54, 0.66, and 0.41 respectively. The correlations for satisfaction ratings for 
the disability-related support, emotional well-being, family interaction, parenting, and 
physical/material well-being subscales were 0.60, 0.75, 0.74, 0.70, and 0.77 respectively 
(Turnbull et al., 2005).
Criterion Validity
The researchers examined the criterion validity of the scale by administering two 
additional measures to separate sub-samples of their group of participants. The first 
measure, the Family APGAR (Smilkstein, Ashworth, & Montano, 1982), is a five-item 
measure of satisfaction with aspects of family interaction/support. It is used in health 
care and rehabilitation centers with people who have health problems/disabilities, and it 
was selected by the researchers as a criterion validity measure due its brevity, relevance 
to the scale’s family interaction subscale, and adequate reliability/validity. It was found 
to significantly correlate with the satisfaction mean of the family interaction subscale.
The second criterion validity measure, the Family Resource Scale (FRS) (Dunst & Leet,
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1985), is a 30-item measure originally developed for use with families with children who 
have disabilities. It was selected because it contains items similar to the physical/ 
material well-being subscale and has acceptable reliability and validity. It was found to 
significantly correlate with the mean for the physical/material well-being subscale [r (58) 
= 0.60,p <  0.001] (Turnbull et al., 2005).
Additional Information Needed
Through their efforts, the researchers have developed the BCFQLS to measure the 
quality of life of families with children who have developmental disabilities. It is 
comprised of five internally consistent and one-dimensional subscales {disability-related 
support, emotional-well-being, family interaction, parenting, and physical/material well­
being) (Turnbull et al., 2005).
The BCFQLS, as explained previously, has been demonstrated to have reasonably 
acceptable reliability and validity when used to assess the quality of life of families with 
children reported primarily (96.1%) by mother respondents to be between birth and 12 
years of age inclusive and to have mild to very severe disabilities. This finding is based 
on a scale return rate of 20%. The final fit of the five-item model for physical/material 
well-being is excellent, but its measure of internal consistency and test-retest reliability 
are consistently lower than those of the other four subscales. Furthermore, the items that 
comprise the subscale are not homogenous in terms of their satisfaction ratings.
Also made clear previously, these findings cannot necessarily be generalized to 
other populations, however. Generalizability theory, as defined by Cronbach, Gleser, 
Nanda, & Rajaratnam (1972), states that there are infinite sources of error present in any 
measurement situation. An important goal of measurement is to attempt to identify and
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reduce or eliminate as many of these sources of error as is possible (Streiner & Norman, 
2003).
One question with regard to the BCFQLS that had yet to be answered prior to the 
current study is whether or not it is sensitive enough to identify differences in the quality 
of life of families with children who have severe developmental disabilities. It was 
believed possible that the scale may have produced a floor effect when used with these 
families. Were the BCFQLS to produce a floor effect, it would be unable to detect true 
differences between the quality of life of individual families, especially in the 15% or 
more of them that obtained the lowest possible scale score.
By assessing the psychometric properties of the BCFQLS in a homogenous 
sample with respect to disability severity, the effect of some sources of error, such as 
sample heterogeneity, were reduced. The sample for the current study was derived from 
a population of families with children whose developmental disability was severe. This 
sample is more homogeneous than the sample chosen by the scale developers. For that 
reason, the psychometric properties of the BCFQLS were examined in this specific 
population. A determination of whether or not the BCFQLS is sensitive enough to detect 
differences in this comparatively homogeneous population was one goal of the current 
study.
In addition to assessing the psychometric properties of the BCFQLS in a sample 
of families with children who have a severe developmental disability, the current study 
added to the original BCFQLS psychometric study in one primary way. It provided an 
initial assessment of the BCFQLS’ face validity, an area which had not been assessed 
prior to the current study.
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CHAPTER III: METHOD
THE STUDY DESIGN 
The study used an observational, cross-sectional design. Both qualitative and 
quantitative research methods were utilized. Qualitative methods consisted of asking two 
open-ended questions for the purpose of assessing the content validity of the BCFQLS. 
Quantitative methods consisted of the administration of three scales for the purpose of 
assessing aspects of both the reliability and validity of the BCFQLS. Furthermore, one 
additional statement was used to assess the face validity of the scale. The study was 
approved by the Old Dominion University College of Health Sciences Human Subjects 
Committee (Appendix A).
SAMPLE RECRUITMENT 
The researcher provided invitation packets to each agency specific to the number 
of families in each sample. Each invitation packet contained several items intended to 
recruit study participants and to facilitate their involvement. Specifically, each packet 
first included a letter of support from either the local public school district (Appendix B) 
or local residential facility (Appendix C). It was followed by an introductory letter from 
the researcher (Appendix D). Next, a copy of the modified BCFQLS was placed in the 
invitation packet (Appendix E). It was followed by one copy each of the FRS with 
modified instructions (Appendix F), the Family APGAR (Appendix G), and concluding 
remarks (Appendix H). Finally, a pen for completing the surveys and a pre-addressed 
and stamped envelope for returning the surveys to the researcher were provided. The 
surveys that were returned to the researcher were printed on paper of four different pastel 
colors, one each per agency, so that their source could be identified upon their return.
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Letters of Support
The letters of support provided by the administrative personnel of the local 
agencies assured participants that their results would be confidential. They also 
encouraged participation in the study by stressing its importance to families with children 
who have developmental disabilities (Appendices B and C).
Introductory Letter
The introductory letter provided by the researcher contained the researcher’s 
contact information (that is, a mailing address, area code/telephone number, and 
electronic mail address) and the project’s research advisor’s telephone number and 
electronic mail address. It briefly explained the purpose and importance of the study and 
described the sampling process (that is, that the agency selected the potential 
respondents), the method by which potential respondents were contacted, and how the 
results would be used. The letter additionally specified that, should one choose to 
participate, approximately 30 minutes of time would be needed to complete three surveys 
about families. It contained assurances that participation was voluntary and that 
responses would be kept confidential. Potential respondents were asked to return the 
surveys, in the envelope provided, by the date that fell two weeks after the surveys were 
mailed. The letter furthermore informed potential participants that, upon the return of 
their fully completed surveys and disclosure of their mailing address, they would be 
reimbursed $25 for their time. An offer for further contribution to the study by 
participation in a retest of the scale was extended, The letter also informed potential 
participants that they would receive an additional $25 for their participation in the second 
phase of the project. Finally, potential respondents were encouraged to anonymously or
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confidentially contact the researcher and/or the research advisor should they have any 
questions (Appendix D).
The BCFQLS
The content and format of the BCFQLS was modified to meet the purpose of the 
study. Portions of the directions of the Survey Information and Instructions, the Family 
Quality of Life, and the General Individual and Family Information sections were 
combined and streamlined. It was emphasized that the primary caregiver should 
complete the survey. The instruction “If you have more than one child with a disability, 
please consider the one who has the most impact on your family life” was revised to state 
“If you have more than one child with a disability, please consider the one whose 
disability is the most severe”. The word “children” in the parenting subscale items was 
changed to “child(ren)” in order to include families with only one child. The Support and 
Services section of the BCFQLS, which gathers data about the type and amount of 
services the child who has a developmental disability receives, was omitted since it does 
not contribute to the family quality of life score or relate to either the purpose or research 
questions of the study. Finally, the 12th and 13th questions of the General Individual and 
Family Information section were revised and expanded to determine the respondent’s 
perception of his or her child’s cognitive, communication, and mobility statuses 
(Appendix E). This provided an additional assurance that the sample was comprised only 
of families whose children met the required specifications for the study.
The FRS
The instructions of the FRS were revised to incorporate contemporary language 
and improve clarity. The original directions are “This scale is designed to assess whether
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or not you and your family have adequate resources (time, money, energy, and so on) to 
meet the needs of your family as a whole as well as the needs of individual family 
members. For each item, please circle the response that best describes how well the need 
is met on a consistent basis in your family (that is, month-in and month-out)”. The new 
instructions read “This scale is designed to assess whether or not you and your family 
have enough resources -  time, money, energy, etc. -  to meet the needs of your family as 
a whole as well as the needs of individual family members. Please CIRCLE what you 
think best tells how well each need is usually met” (Appendix F).
Concluding Remarks
The concluding remarks consisted of three statements. First, the researcher 
thanked the participants for completing the surveys. Second, respondents were asked to 
provide a name and address for receipt of the $25 honorarium. Finally, participants were 
invited to participate in the second phase of data collection (Appendix H).
DATA COLLECTION AND MANAGEMENT 
The local administrative personnel of each agency mailed a packet of information 
to each of the families that comprised their respective samples. Completed surveys were 
assigned an identifying number in order of their return (001,002, etc.) and the date upon 
which each survey was returned was noted. The researcher entered data from each 
survey into SPSS 14.0 for Windows, a data analysis software program.
Two weeks after the survey return deadline, the researcher provided a number of 
invitation packets to the administrative personnel of the participating agencies. The 
number of packets provided to each agency was the difference between the number first 
mailed and the number returned that identified the name of the respondent. The second
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packet of information included: (1) a re-worded introductory letter (Appendix I); (2) a 
letter of support from the agency; (3) a copy of the modified BCFQLS; (4) a copy of the 
FRS with reworded instructions and the Family APGAR, which were the two scales used 
by the original scale developers to assess criterion validity and chosen due to their 
relevance, acceptable reliability and validity, and/or original development for use with 
families with children who have disabilities; (5) a pen; and (6) a pre-addressed and 
stamped envelope for returning the surveys to the researcher. The local administrative 
personnel of each agency mailed this second packet of information.
One of the participating school systems agreed to mail a packet of information a 
third time. This mailing took place two weeks after the survey return deadline for the 
second mailing and was conducted in the same manner.
Immediately upon the return of each survey, the researcher mailed a final packet 
of information to families who indicated a willingness to participate in the second phase 
of the project. It included an introductory letter (Appendix J), a copy of the modified 
BCFQLS, an attachment (Appendix K), a pen, and a pre-addressed and stamped envelope 
for return of the items. The modified BCFQLS was identical to the one completed during 
the first phase of data collection. The attachment consisted of three statements about the 
BCFQLS: (1) On a scale of 1-5, with one meaning “not at all” and five meaning 
“perfectly”, please circle the number that describes how well this survey measured the 
degree to which your family enjoys its life together, has its needs met, and is able to do 
things it likes and wants to do; (2) Please tell us anything else that is important to your 
family’s quality of life that this survey did not ask; and (3) Please tell us anything that 
this survey asked that is not important to your family’s quality of life.
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The completed survey from each family was attached to the one completed during 
the first phase of data collection. The researcher entered data from each survey into 
SPSS 14.0 for Windows, a data analysis software program. Respondents’ answers to the 
three statements used to assess face and content validity were recorded in Microsoft 
Word. There were no identifiers included with the document. Hard copies of data have 
been stored, with their identifying information, in a secure area in the researcher’s home. 
They will be kept for five years and then destroyed. This period of data retention will 
allow the researcher to verify published findings should any future questions arise.
DATA ANALYSIS
Qualitative Analysis
Two open-ended statements were used to assess the scale’s content validity. They 
were “Please tell us anything else that is important to your family’s quality of life that 
this survey did not ask” and “Please tell us anything that this survey asked that is not 
important to your family’s quality of life”. Data obtained from these statements were 
analyzed by two individuals. The primary researcher, who has more than 25 years of 
professional experience serving families with children who have developmental 
disabilities, initially analyzed the responses and identified the major categories into which 
they fell. A colleague with similar experience then separately assigned each response to 
one of those major categories. The primary researcher compared the two results and both 
individuals met thereafter and reached consensus (Lincoln, 1995).
Quantitative Analysis
The quantitative data provided by the surveys was analyzed using the SPSS 14.0 
software program. Univariate frequencies were run and then used to locate missing data,
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outliers, out-of-range codes, and skewness. Corrections to data entry were made as 
needed until a clean dataset was produced.
Data Imputation
Data was imputed to account for that which was missing with regard to the 
BCFLQS and the FRS. In that > 20% of the total number of respondents in each 
situation did not provide a response to at least one scale item, the item-mean substitution 
method was the imputation method employed (Downey, 1998). All participants provided 
responses to the importance and satisfaction ratings of at least 80% of the scale items 
(that is, at least 20 of the 25 scale items for both importance and satisfaction ratings). 
With regard to the BCFQLS, phase one of data collection, seven respondents did not 
provide importance ratings for four of the 25 statements and 12 respondents did not 
provide satisfaction ratings for six of the 25 statements. With regard to the BCFQLS, 
phase two of data collection, four respondents did not provide importance ratings for 
three of the 25 statements and 13 respondents did not provide satisfaction ratings for 11 
of the 25 statements. With regard to the FRS, 28 respondents did not provide ratings for 
17 of the 30 items. Univariate frequencies were run following data imputation to ensure 
a final clean data set. Tables displaying the imputed values for the BCFQLS and FRS are 
provided in Appendices L and M.
Scale Scoring Methods 
The BCFQLS
The scoring method for BCFQLS followed that proposed by Raphael, Brown, 
Renwick, and Rootman (1996). They developed a conceptual model of quality of life and 
associated instrumentation for collecting data from persons who have developmental
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
102
disabilities. Respondents self-rated importance and enjoyment along a five-point 
continual scale for several items. A basic quality of life score was computed based on the 
interaction between these two factors according to the formula quality o f life = 
(importance score /  3)(enjoyment score -  3). In their study, the application of this 
formula produced a range of scores from -3.33 (very important areas with very low 
enjoyment) to +3.33 (very important areas with very high enjoyment). These scores were 
converted to a 0-5 scale to facilitate understanding. The researchers tentatively 
interpreted their scores as follows: (1) < 1.37 = very problematic; (2) 1.37 to 2.11 = 
problematic; (3) 2.12 to 2.86 = adequate; (4) 2.87 to 3.61 = very acceptable; and (5)
> 3.61 exemplary.
Similarly, the BCFQLS score was computed according to the formula family 
quality o f life score = (importance score /  3) (satisfaction score -  3). These scores were 
converted to a scale of 0-5 to facilitate understanding by applying the formula converted 
family quality o f  life score -  (family quality o f life score + 3.33)0.75 (refer to Table 2). 
BCFQLS subscale scores were then obtained by averaging the scores for each item 
contained within each subscale.
Table 2. Examples of Computation of BCFQLS Item Scores




1 [(l/3 )(l-3 )+ 3  33J0.75 = [(0.33)(-2)+3.33]0.75 = (-1.67+3.33)0.75 -  (1 66)0.75 1.25
1 2 [(l/3)(2-3)+3.33]0.75 = [(0.33)(-l)+3.33]0.75 = (-0.33+3.33)0.75 = (3.00)0.75 2.25
1 3 [(l/3)(3-3)+3.33]0.75 = [(0 33)(0)+3.33]0.75 = (0.00+3.33)0 75 -  (3.33)0.75 2 50
1 4 [(l/3)(4-3 )+3.33 ]0.75 =  [(0.33)(l)+3.33]0.75 =  (0.33+3.33)0.75 =  (3.66)0.75 2.75
1 5 [(l/3)(5-3)+3.33]0.75 = [(0.33)(2)+3.33]0 75 = (0.66+3.33)0.75 = (3.99)0.75 3.00
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Table 2. Continued
Importance Satisfaction Computation Score
Rating Rating
2 1 [(2/3)( 1 -3 )+3.3 3 ]0.75 = [(0.67)(-2)+3.33]0.75 = (-1.35+3.33)0.75 = (1.99)0.75 1.50
2 2 [(2/3)(2-3)+3.33]0.75 = [(0.67)(-l)+3 33]0.75 = (-1.67+3.33)0.75 =  (1.66)0.75 1.25
2 3 [(2/3)(3-3)+3.33]0.75 = [(0.67)(0)+3.33]0 75 = (0+3.33)0.75 = (3.33)0.75 2.50
2 4 [(2/3)(4-3 )+3.33 ]0.7 5 = [(0.67)(l)+3.33]0.75 = (0.67+3.33)045 = (4)0.75 3.00
2 5 [(2/3)(5-3)+3.33]0.75 = [(0.67)(2)+3.33]0.75 = (1.34+3.33)0.75 = (4.67)0.75 3.50
3 1 [(3/3)(l-3)+3.33]0.75 = [(l)(-2)+3.33]0.75 = (-2+3.33)0.75 = (1.33)0.75 1.00
3 2 [(3/3)(2-3)+3.33]0.75 = [(l)(-l)+3.33]0.75 = (-1+3.33)0.75 = (2.33)0.75 1.75
3 3 [(3/3)(3-3)+3.33]0.75 = [(l)(0)+3.33]0.75 = (0+3.33)0.75 = (3.33)0.75 2.50
3 4 [(3/3)(4-3)+3 33]0.75 = [(l)(l)+3.33]0.75 = (1+3.33)0.75 = (4.33)0.75 3.25
3 5 [(3/3)(5-3)+3.33]0.75 = [(l)(2)+3.33]0.75 =  (2+3.33)0.75 =  (5.33)0.75 4.00
4 1 [(4/3)(l-3)+3.33]0.75 = [(1.33)(-2)+3.33]0.75 = (-2.66+3.33)0.75 = (0 67)0.75 0.50
4 2 [(4/3)(2-3)+3.33]0.75 = [(1.33)(-l)+3.33]0.75 = (-1.33+3.33)0.75 = (2 00)0.75 1 50
4 3 [(4/3)(3-3)+3.33]0.75 = [(1.33)(0)+3.33]0.75 = (0+3.33)0.75 =  v3.33)0.75 2.50
4 4 [(4/3)(4-3)+3 33J0.75 = [(1.33)(l)+3.33]0.75 = (1.33+3.33)045 = (4.66)0.75 3 50
4 5 [(4/3)(5-3)+3.33]0.75 = [(1.33)(2)+3.33]0.75 = (2.66+3.33)0 75 = (5.99)0.75 4.50
5 1 [(5/3)(l-3)+3.33]0.75 = [(1.67)(-2)+3.33]0.75 = (-3.34+3.33)0.75 = (-0.01)0.75 0.00
5 2 [(5/3)(2-3)+3.33]0.75 = [(1,67)(-1 )+3,33]0.75 = (-1.67+3.33)0.75 = (1 66)0.75 1.25
5 3 [(5/3 )(3-3)+3.3310.75 = [(1.67)(0)+3.33]0.75 = (0+3.33)0.75 = (3.33)0.75 2.50
5 4 [(5/3)(4-3)+3.33]0.75 =  [(1.67)(l)+3.33]0.75 = (1.67+3.33)0.75 = (5)0 75 3.75
5 5 [(5/3)(5-3)+3.33]0.75 = [(1.67)(2)+3.33]0 75 = (3.34+3.33)0.75 = (6.67)0 75 5.00
The Family APGAR and FRS
The Family APGAR score was obtained by summing the responses for each item 
(Smilkstein et al., 1982). The FRS score was hand-calculated for each respondent by 
averaging the scores for each of the 30 items for which he or she provided a score of 1-5 
(in other words, the “does not apply” response did not enter into the calculation).




One research question asks whether or not the BCFQLS produces a floor effect in 
a population of families with children who have severe developmental disabilities. To 
answer the question, phase one scale, subscale, and item score ranges, medians, means, 
and standard deviations were examined.
Reliability
Another research question asks whether or not the BCFQLS has adequate 
reliability in a population of families with children who have severe developmental 
disabilities. To answer the question, Cronbach’s a was used to assess the scale’s internal 
consistency. Spearman’s rho was used to assess the scale’s test-retest reliability since the 
data was not normally distributed.
Validity
A third research question asks whether or not the BCFQLS has adequate validity 
in a population of families with children who have severe developmental disabilities.
Face validity was assessed by calculating an average score of those provided by the 
statement “On a scale of 1-5, with one meaning ‘not at all’ and five meaning ‘perfectly’, 
please circle the number that describes how well this survey measured the degree to 
which your family enjoys its life together, has its needs met, and is able to do things it 
likes and wants to do.” Content validity was assessed via the qualitative procedure 
previously described. Criterion validity was assessed via the Spearman’s rho statistic by 
comparing two BCFQLS domain satisfaction scores to their related measure scores. The 
Spearman’s rho statistic was used because the data was not normally distributed.
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Stability Across Family Groups
The final research question deals with the ability of the BCFQLS reliability and 
validity measures to produce similar results in family groups that differ based on child 
residence. To answer the question, the performance of the scale in terms of its 




The sampling frame consisted of all families in the Tidewater region of Virginia 
with children who had severe developmental disabilities. Administrative personnel of 
local public school districts were asked to identify all children between the ages 6-17 
years inclusive whose special education category was that of severe disability. The 
families of those children comprised the group of families whose child lived in the family 
home. Three of the seven possible public school districts chose to participate in the study 
and they identified 16, 18, and 21 families respectively. Likewise, the administrative 
staff of the only local residential facility in the area that exclusively served children who 
had severe developmental disabilities identified all of their age-eligible children.
Children who had, at the time of the study, lived in the facility for fewer than six months 
and also those who had been placed there by a social worker rather than a family member 
were excluded. Children served by the facility who attended public school within the 
three districts that participated in the study were also excluded to ensure that the two 
family groups were comprised of mutually exclusive members. The remaining families 
of those children comprised the second group, which consisted of 56 families whose child
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lived outside the family home. These families were not required to lrind any portion of 




The response rate for the initial phase of data collection was 48.6%. Surveys 
were mailed to 117 potential participants. Although slightly more than half of them (n = 
60) were completed and returned, a few (n = 6) were excluded because the child was 
ambulator}'. Retained for analysis were those in which the respondent indicated that his 
or her child was able to ambulate with assistance from another person but was unable to 
speak conversationally. One respondent specified that her child was able to speak 
conversationally, but since the child became developmentally disabled at four months of 
age and was 11 years old at the time of the study, severely mentally retarded, and unable 
to ambulate, her survey was also retained for analysis. The response rate was calculated 
by dividing the number of returned surveys (n = 54) that were appropriate for analysis by 
the number of potential participants who met the study’s criteria (n=  111). Differential 
response rates based on sample groups are presented in the following table.
Table 3. Response Rates, Phase One (n = 54)
School System 46.3% (25 o f  55)
School it 1 50.0% (8 o f 16)
School # 2 33.3% (6 o f  18)
School # 3 52.4% (11 o f  21)
Residential Facility 51.8%  (29 o f  56)
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Phase Two
The response rate for the second phase of data collection was 78.0%. A small 
number (n -  4) of first phase respondents declined participation in the second phase of 
data collection. Of the 50 who expressed a desire to contribute their input, 39 actually 
did so. The numbers provided by the two family groups were nearly equal -  19 were 
received from families whose child lived in the family home and the remaining 20 were 
completed by families whose child lived outside the family home. The response rates for 
these two family groups were 79.2% (19 of 24) and 76.9% (20 of 26) respectively. 
Differential response rates based on sample groups are presented in the following table.
Table 4. Response Rates, Phase Two (n = 39)
School System 79.2% (19 o f 24)
School# 1 71.3% (5 o f  7)
School # 2 83.3% (5 o f  6)
School # 3 81.8% (9 o f  11)
Residential Facility 76.9% (20 o f 26)
Demographic Data
Respondent, child, and family demographic data for the 54 families who 
participated in the study is displayed in the following three tables. Some respondents did 
not provide answers to every question and, as a result, numbers for a few variables will 
total less than 54.
Respondents were those who identified themselves as their child’s primary 
caregiver. The majority of them (87.0%) were female, and 86.4% of the female
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respondents were either biological, step, foster, or adoptive mothers (the remaining 
15.4% were sisters, aunts, maternal great aunts, or grandmothers). With regard to race, 
51.9% indicated that they were white, 44.4% self-identified as black, and 3.7% were 
members of a race other than black or white. Their mean age was 37.74 years (sd = 
8.237) and most (79.3%) were between the ages of 30-49 years inclusive. Nearly all 
(86.8%) were high school graduates, and 26.4% had acquired a college degree (associate, 
bachelor’s, or graduate). Slightly over half (61.1 %) were either married or cohabitating. 
A good number (64.0%) were employed either part- or full-time. With regard to the 
children, 55.6% were male and 44.4% were female. Almost all (90.4%) became 
developmentally disabled prior to one year of age. Their ages ranged from six to 21 
years with a mean age of 13.44 years (sd = 3.462). Just over half (59.3%) were between 
the ages of 12-21 years inclusive. Family data indicated that two-thirds (66.0%) lived in 
urbanized or metropolitan areas. Average household income was between $35,000 and 
$39,999 annually and the average number of people supported by the household income 
was 3.80 persons (sd = 1.698).




















No Degree 7 13.2
High School Graduate 32 60.4
Associate Degree 5 9.4
Bachelor’s Degree 7 13.2
Graduate Degree 2 3 8
Marital Status
Married /  Living with Someone 33 61.1
Not Married (Divorced, Never Married, Separated, Widowed) 21 38.9
Employment Status
Working Full-Time for Pay /  Profit for a Company / Family Business 26 52.0
Working Part-Time for Pay /  Profit for a Company / Family Business 6 12.0
Not Employed 18 36.0
Relationship to Child
Parent (Adoptive, Biological, Foster, or Step! 44 84.6
Other Relative 8 15.4









Age at Onset of Disability
Birth < 1 Year 47 90.4
1-7 Years 5 9.6
Current Age (mean = 13.44, sd = 3.462)
6-11 Years 22 40.7
12-21 Years 32 59.3
Table 7. Demographic Data, Family (n = 54)
Characteristic n %
Size of Community
Population < 50,000 18 34.0
Population 50,000+ 35 66.0
Annual Household Income
<$14,999 10 185
$15 ,000-$24,999 8 14.8
$25,000 - $34,999 5 9.3
$35,000 - $49,999 9 16.7
$50,000 - $74,999 11 20.4
> $75,000 11 20.4















The BCFQLS and its subscales did not produce a floor effect in the combined- 
groups sample of families with children wrho had severe developmental disabilities. 
Furthermore, none of the individual scale items produced a floor effect in the combined- 
groups sample (Appendix N). The BCFQLS scores ranged from 1.46 to 5.00, the median 
score was 3.91, and the mean score was 3.76 (sd = 0.802). The disability-related support 
subscale scores ranged from 2.12 to 5.00, the median score was 4.06, and the mean score 
was 3.96 ( s d -  0.939). The emotional well-being subscale scores ranged from 0.31 to
5.00, the median score was 3.59, and the mean score was 3.41 (sd = 1.101). The family 
interaction subscale scores ranged from 0.83 to 5.00, the median score was 3.96, and the 
mean score was 3.78 (sd = 0.986). The parenting subscale scores ranged from 0.21 to
5.00, the median score was 3.81, and the mean score was 3.71 (sd = 0.938). The 
physical/material well-being subscale scores ranged from 1.45 to 5.00, the median score 
was 4.01, and the mean score was 3.91 (sd= 0.821).
Families Whose Child Lived in the Family Home
The BCFQLS, its subscales, and its scale items did not produce a floor effect in 
the group of families whose child lived in the family home (Appendix N). BCFQLS 
scores ranged from 2.49 to 4.88, the median score was 3.95, and the mean score was 3.94 
(sd = 0.667). The disability-related support subscale scores ranged from 2.19 to 5.00, the 
median score was 4.31, and the mean score was 3.98 (sd = 1.036). The emotional well­
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being subscale scores ranged from 1.25 to 5.00, the median score was 3.62, and the mean 
score was 3.47 (sd = 1.066). The family interaction subscale scores ranged from 2.54 to
5.00, the median score was 4.33, and the mean score was 4.16 (sd= 0.700). The parent­
ing subscale scores ranged from 2.62 to 4.83, the median score was 4.16, and the mean 
score was 3.98 (sd = 0.662). The physical/material well-being subscale scores ranged 
from 2.50 to 5.00, the median score was 4.00, and the mean score was 3.96 (sd = 0.689). 
Families Whose Child Lived Outside the Family Home
The BCFQLS, its subscales, and its scale items did not produce a floor effect in 
the group of families whose child lived outside the family home (Appendix N). BCFQLS 
scores ranged from 1.46 to 5.00, the median score was 3.84, and the mean score was 3.60 
(sd = 0.884). The disability-related support subscale scores ranged from 2.12 to 5.00, the 
median score was 4.06, and the mean score was 3.94 (sd= 0.865). The emotional well­
being subscale scores ranged from 0.31 to 5.00, the median score was 3.56, and the mean 
score was 3.36 (sd = 1.147). The family interaction subscale scores ranged from 0.83 to
5.00, the median score was 3.75, and the mean score was 3.45 (sd = 1.084). The 
parenting subscale scores ranged from 0.21 to 5.00, the median score was 3.71, and the 
mean score was 3.48 (sd = 1.082). The physical/material well-being subscale scores 




The BCFQLS and its subscales did not produce a floor effect in the combined- 
groups sample of families with children who had severe developmental disabilities.
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Furthermore, none of the individual scale item s produced a floor effect in the combined- 
groups sample (Appendix N). The BCFQLS scores ranged from 1.93 to 4.90, the median 
score was 3.84, and the mean score was 3.65 (sd = 0.737). The disability-related support 
subscale scores ranged from 0.62 to 5.00, the median score was 4.00, and the mean score 
was 3.93 (sd=  0.936). The emotional well-being subscale scores ranged from 0.94 to 
4.87, the median score was 3.44, and the mean score was 3.18 (sd = 0.933). The family 
interaction subscale scores ranged from 0.62 to 5.00, the median score wras 3.66, and the 
mean score was 3.50 (sd= 1.020). The parenting subscale scores ranged from 1.66 to
5.00, the median score was 3.71, and the mean score was 3.64 (sd = 0.784). The 
physical/material well-being subscale scores ranged from 1.00 to 5.00, the median score 
was 4.00, and the mean score was 3.97 (sd= 0.830).
Families Whose Child Lived in the Family Home
The BCFQLS, its subscales, and its scale items did not produce a floor effect in 
the group of families whose child lived in the family home (Appendix N). BCFQLS 
scores ranged from 1.93 to 4.92, the median score was 3.89, and the mean score was 3.72 
(sd — 0.763). The disability-related support subscale scores ranged from 0.62 to 5.00, the 
median score was 3.87, and the mean score was 3.87 (sd = 1.111). The emotional well­
being subscale scores ranged from 0.94 to 4.87, the median score was 3.50, and the mean 
score was 3.16 (sd -  1.066). The family interaction subscale scores ranged from 1.91 to
5.00, the median score was 4.00, and the mean score was 3.75 (sd = 0.949). The parent­
ing subscale scores ranged from 1.66 to 5.00, the median score was 3.96, and the mean 
score was 3.70 (sd = 0.860). The physical/material well-being subscale scores ranged 
from 2.90 to 5.00, the median score was 4.20, and the mean score was 4.05 (sd -  0.697).
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Families Whose Child Lived Outside the Family Home
The BCFQLS, its subscales, and its scale items did not produce a floor effect in 
the sample of families whose child lived outside the family home (Appendix N).
BCFQLS scores ranged from 1.95 to 4.68, the median score was 3.77, and the mean score 
was 3.57 ( s d -  0.723). The disability-related support subscale scores ranged from 2.62 
to 5.00, the median score was 4.03, and the mean score was 3.98 (sd = 0.758). The 
emotional well-being subscale scores ranged from 1.75 to 4.69, the median score was 
3.40, and the mean score was 3.21 (sd=  0.816). The family interaction subscale scores 
ranged from 0.62 to 4.79, the median score was 3.50, and the mean score was 3.26 (sd = 
1.053). The parenting subscale scores ranged from 2.50 to 5.00, the median score was 
3.64, and the mean score was 3.59 {sd = 0.723). The physical/material well-being 
subscale scores ranged from 1.00 to 5.00, the median score was 4.00, and the mean score 
was 3.88 {sd= 0.950).
COMPARISON OF THE BEACH CENTER AND McFELEA STUDIES
Generally speaking, the psychometric properties of the BCFQLS were similar in 
the Beach Center study and the current study (which is referred to as the McFelea study 
in this section). Specifically, scale and subscale internal consistency results were slightly 
more favorable in the Beach Center study than in the McFelea study in terms of 
importance ratings, and scale internal consistency results were slightly less favorable in 
the Beach Center study than in the McFelea study in terms of satisfaction ratings.
Subscale internal consistency results, in terms of satisfaction ratings, were mixed 
between the two studies. Scale and subscale test-retest reliability results were better in 
the Beach Center study than in the McFelea study in terms of importance ratings and
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results were mixed between the two studies in terms of satisfaction ratings. Criterion 
validity results were slightly better in the Beach Center study than in the McFelea study.
The McFelea study reports results based on data provided separately by both 
family groups. It should be kept in mind, however, that the McFelea study group that 
compared most directly to the sample in the Beach Center study was the group of 
families whose child lived in the family home. Furthermore, in that the Beach Center 
study reported psychometric data based only on their initial phase of data collection, the 
McFelea study reports data restricted to the initial phase of data collection as well. 
Response Rates
The response rate for the Beach Center study was 20%. The response rate for the 
McFelea study was 46.3% for the group of families whose child lived in the family home 
and 51.8% for the group of families whose child lived outside the family home. 
Demographic Data
The demographic characteristics of the Beach Center study sample and the 
McFelea study sample differed. A lower percentage of male and black individuals 
responded to the Beach Center study than participated in the McFelea study. The Beach 
Center study sample was also generally younger and comparatively more educated than 
the McFelea study sample. Furthermore, the proportion of married respondents to the 
Beach Center study was higher than in the McFelea study. With regard to child 
characteristics, the Beach Center study sample was significantly younger and 
developmental disabilities were less severe. Specific to family characteristics, the Beach 
Center study respondents lived in comparatively more rural areas and had lower annual 
household incomes than the respondents to the McFelea study.
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Table 8. Demographic Data, Respondent, Beach Center and McFelea Studies
Characteristic Beach Center McFelea 
In the Home Outside the Home
Gender
n % n % n %
\
Male 11 3.9 1 4.0 6 20.7
Female 269 96.1 24 96.0 23 79.3
Race
Black 8 2.9 16 64.0 8 27.6
White 221 80.1 8 32.0 20 69.0
Other 47 17.0 1 4.0 1 3.4
Age in Years (mean -3 7 .74 years, sd  = 8.237)
20-29 73 26.4 0 0.0 2 6.9
30-39 144 52.2 7 29.2 11 37.9
40-49 52 18.8 12 50 0 12 41.4
> 50 7 2.5 5 20.8 4 13.7
Education Level
No Degree 16 5.7 6 25.0 1 3.4
High School Graduate 54 19.8 12 50.0 20 69.0
College Degree (Associate/Bachelor’s, Graduate) 122 44 7 6 25.0 8 27.5
Marital Status
Married /  Living with Someone 236 85 5 17 68.0 16 55.2
Not Married (Divorced, Never Married, Separated, Widowed) 40 14.5 8 32.0 13 44.8
Table 9. Demographic Data, Child, Beach Center and McFelea Studies
Characteristic Beach Center McFelea -  In the Home M cFelea -  Outside the Home
n % n % n %
Gender
Male 179 66.3 16 64.0 14 48.3
Female 91 33.7 9 36.0 15 51.7
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
Table 9. Continued
Characteristic Beach Center McFelea -  In the Home M cFelea -  Outside the Home
Age
n % n % n %
0-4 Years 187 69.8 0 0.0 0 0.0
5.-12 Years 81 30.2 15 60.0 7 24.1
13-21 Years 0 0.0 10 40.0 22 75.9
Table 10. Demographic Data, Family, Beach Center and McFelea Studies
Characteristic Beach Center McFelea In the Home McFelea -  Outside the Home
n % n % n %
Size o f  Community
Population < 50,000 136 50.7 6 25.0 12 41.4
Population 50,000+ 132 49.3 18 75.0 17 58.6
Annual Income
< $14,999 - $34,999 112 43.4 13 52.0 10 34.5
$35,000 - $74,999 91 35.3 8 32.0 12 41.4




Internal consistency for the Beach Center study was acceptable for the entire scale 
for both importance and satisfaction ratings. Internal consistency for the McFelea study 
was acceptable for the overall scale for both importance and satisfaction ratings for both 
family groups (Table 11).
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Subscales
Internal consistency for the Beach Center study was acceptable for all five 
subscales for both importance and satisfaction ratings. With regard to the McFelea study, 
internal consistency was acceptable for three subscales (disability-related support, family 
interaction, and parenting) for both importance and satisfaction ratings for famili es 
whose child lived in the family home and internal consistency was acceptable for all five 
subscales for both importance and satisfaction ratings for families whose child lived 
outside the family home.
According to the usual definition for acceptable internal consistency, neither the 
emotional well-being nor physical/material well-being subscales met the criteria for 
acceptable internal consistency for either importance or satisfaction ratings for families 
whose child lived in the family home. Per Hair et al. (1998), however, the satisfaction 
ratings for the emotional well-being subscale and the importance ratings for the 
physical/material well-being subscale met the lower limit (0.60) for acceptable internal 
consistency. The removal of any one item from either of the subscales did not 
substantially improve the internal consistency of either subscale (Table 11).
Table 11. Internal Consistency, Beach Center and McFelea Studies (Cronbach’s a)
Beach Center Beach Center McFelea McFelea
Importance Satisfaction Importance Satisfaction
In Home Outside Home In Home Outside Home
BCFQLS 0.94 0.88 0.891 0.930 0.915 0.950
Disability-Related Support 0.92 0.85 0.805 0.740 0.743 0.729
Emotional Well-Being 0.80 0.84 0.406 0.728 0.6ol 0.849
Family Interaction 0 92 0.90 0.770 0.843 0.773 0.888
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Table 11. Continued
Beach Center Beach Center MeFelea McFelea
Importance Satisfaction Importance Satisfaction
In Home Outside Home In Home Outside Home
Parenting 0.88 0.86 0.751 0.785 0.776 0.896
Physical/Material Well-Being 0.88 0.74 0.624 0.724 0.590 0.759
Test-Retest Reliability
The Beach Center study found that the BCFQLS was stable for both importance 
and satisfaction ratings for all subscales. The McFelea study found the BCFQLS to be: 
(1) unstable for importance ratings for families whose child lived in the family home; (2) 
stable for satisfaction ratings for all five subscales for families whose child lived in the 
family home; and (3) stable for both importance and satisfaction ratings for all but the 
disability-related support subscale, which was stable for neither, for the other family 
group (Table 12).
Table 12. Test-Retest Reliability, Beach Center and McFelea Studies
Beach Center Beach Center McFelea McFelea
BCFQLS Importance Satisfaction Importance Satisfaction
In Home Outside Home In Home Outside Home
Disability-Related Support 0.82** 0.60** 0.315 0.435 0.858** 0.326
Emotional Well-Being 0.69** 0.75** 0.227 0.547* 0.732** 0.560*
Family Interaction 0.54** 0.74** 0.301 0.682** 0.886** 0.763**
Parenting 0.66** 0.70** 0.432 0.501* 0.768** 0.463*
Physical/Material Well-Being 0.41** 0.77** 0.338 0.604** 0.623** 0.453*
* = statistically significant at the p  <  0.05 level (two-tailed) 
** = statistically significant at the p  < 0.01 level (two-tailed)
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Scale Criterion Validity
The Beach Center study found that the BCFQLS satisfaction ratings for the family 
interaction and physical/material well-being subscales significantly correlated with 
existing related measures. The McFelea study found a significant correlation for the 
family interaction subscale only, and this correlation existed for both family groups. The 
McFelea study furthermore found that the physical/material well-being subscale did not 
significantly correlate with the existing related measure for either the in-the-family home 
or outside-the-family-home group (Table 13).
Table 13. Criterion Validity, Beach Center and McFelea Studies
Beach Center McFelea
Family APGAR FRS Family A PGAR FRS
In Home Outside Home In Home Outside Home
Family Interaction 0.68** 0.654** 0.599**
Physical/Material Well-Being 0.60** 0.391 0.241
** = statistically significant at the p  < 0.01 level (two-tailed)
RESULTS OF THE McFELEA STUDY
Scale Validity 
Face Validity
The McFelea study assessed the scale’s face validity when used by families 
whose child hada severe developmental disability by asking study participants to respond 
to the statement “On a scale of 1-5, with one meaning ‘not at all’ and five meaning 
‘perfectly’, please circle the number that describes how well this survey measured the 
degree to which your family enjoys its life together, has its needs met, and is able to do
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things it likes and wants to do.’* Data obtained from the answers to this statement are 
provided in the following table.
In general, respondents rated the scale’s face validity quite high. Collectively, the 
mean response was 3.79 (sd = 0.801). With respect to families whose child lived in the 
family home, the mean response was 4.05 (sd = 0.780). Specific to families whose child 
lived outside the family home, the mean response was slightly lower but still above 
average at 3.55 (sd = 0.759).
On an individual basis, none of the 39 respondents indicated that the scale was not 
at all able to measure their family’s quality of life and 20.5% specified that the scale 
measured their family’s quality of life perfectly. Only one respondent rated the scale’s 
ability to measure her family’s quality of life below average and 97.4% reported that the 
scale’s ability to measure their family’s quality of life was average or above.
Table 14. Face Validity*
n %
Combined Family Groups (n = 39)




5 (“Perfectly”) 8 20.5
Families W hose Child Lives in the Family Home (n = 19)




5 (“Perfectly”) 6 31 6




Families W hose Child Lives Outside the Family Home (n = 20)




5 (“Perfectly”) 2 10.0
* Assessed by the statement “On a scale o f  1-5, with one meaning 'not at all’ and five meaning ‘perfectly’, please circle the number 
that describes how well this survey measured the degree to which your family enjoys its life together, has its needs met, and is ahle 
to do things it likes and wants to do.”
Content Validity
The first of two statements used to assess the content validity of the scale, “Please 
tell us anything else that is important to your family’s quality of life that this survey did 
not ask”, was responded to by 26 of the 39 possible respondents. 30.8% (n = 8) of them 
felt that the scale adequately addressed all domains and did not offer any additional 
comments. Some responses reinforced domains already addressed by the scale. These 
comments specifically related to the disability-related support (n = 2), emotional well­
being (n = 4), family interaction (n = 1), and physical/material well-being (n -  4) 
domains. Spirituality’s importance to family quality of life was mentioned by three 
respondents. Two respondents indicated that access to appropriate activities was 
important to their family’s quality of life. Six (n = 1 each) additional items important to 
family quality of life were provided -  for example, the ability to vacation, adequacy of 
equipment, and availability of child and respite care (Tables 15 and 16).
The second of two statements used to assess the content validity of the scale, 
“Please tell us anything that this survey asked that is not important to your family’s
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quality of life”, was responded to by 20 of the 39 possible respondents. 70.0% (n -  14) 
of them felt that all of the scale items were relevant to their family quality of life and did 
not offer any additional comments. One respondent did not understand the importance of 
dental care to family quality of life, and the same respondent stated that “The whole 
world is messed up and scary!” and therefore found unnecessary the statement “My 
family feels safe at home, work, school, and in our neighborhood.” Another participant 
replied that “spending time together as a family on a daily basis” was not a feature of her 
family quality of life, although the scale does not specifically mention such a daily 
requirement. Three respondents indicated that some of the items, such as those 
pertaining to the adequacy of their child’s support to make friends, were not applicable to 
them (Tables 17 and 18).
Table 15. Content Validity Per Family Group, Statement # ! * ( «  = 26)
In the Home Outside the Home
n n
Survey Adequately Addresses all Domains 4 4
Reinforcement o f  Existing Domains
Disability-Related Support 0 2
Emotional Well-Being 1 3




Ability to Vacation 0 1
Access to Appropriate Activities 0 2
Adequacy o f Equipment 0 1
Availability o f  Child Care 1 0
Availability o f Adequate Respite Care 0 1
Freedom from Child Exposure to Abuse Between Parents 1 0
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Table 15. Continued





* Assessed by the statement “Please tell us anything else that is important to your family’s quality o f  life that this survey did not ask.”
Table 16. Content Validity, Examples of Comments to Statement # 1
Families W hose Child Lives in the Family Home
“Helping parents emotionally deal with the fact that their child is disabled. Also helping siblings emotionally deal with it.” 
“More financial support so that families can provide for child with a disability and not sacrifice for other family members.” 
“Country pride. USA.”
“Spiritual awareness. God.”
Families W hose Child Lives Outside the Family Home
“A question concerning the actual hands-on quality o f  care my child receives in her long-term facility.”
“Dealing emotionally with a handicapped child.”
“The ability to take my kids on vacation at least once. We don’t let finance discourage us, we just learn to do without.” 
“Yes, relationship with God and church! How can you have quality o f  life without God?”
Table 17. Content Validity Per Family Group, Statement # 2* (n = 20)
In the Home Outside the Home
n n
Survey Adequately Addresses all Domains 8 6
Other
Ability to Obtain Dental Care When Needed 0 1
Ability to Spend Time Together Daily 0 1
Feeling Safe at Home, Work, School, and Community 0 1
“Some” Questions Not Applicable 1 2
* Assessed by the statement “Please tell us anything this survey asked that is not important to your family’s quality o f  life.”
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Table 18. Content Validity, Examples of Comments to Statement # 2
Families W hose Child Lived in the Family Home
“ My son’s cognitive ability is severely impaired (at approximately nine months -  one year) -  so the matters that deal with 
him making decisions, goals at school and home, making friends, etc. really don’t apply and are not important to us.”
Families W hose Child Lived Outside the Family Home
“Dental care -  didn’t understand why important.”
“Spending time together as a family on a daily basis.”
“Feeling safe at home, work, school, neighborhood. The whole world is messed up and scary!”
“It is a bit difficult to gauge some o f  my responses due to my child being extremely disabled. Some questions were not 
applicable.”
Criterion Validity
There was a statistically significant correlation (0.583,/? < 0.01) between the 
family interaction domain scores and the Family APGAR regardless of child residence. 
The correlation between the physical/material well-being domain scores and the FRS 
scores was not statistically significant (0.044) (Table 19).
Table 19. Criterion Validity, Spearman’s rho {n = 38)
Family Apgar FRS
(a -  0.906) (a = 0.908)
BCFQLS
Family Interaction
Child Lived in the Family Home 0.617**
Child Lived Outside the Family Home 0.654**
Physical/Material Well-Being 0.601** 0.308*
Child Lived in the Family Home 0.391
Child Lived Outside the Family Home 0.241
* = statistically significant at the p  < 0.05 level (two-tailed) 
** = statistically significant at the p  < 0.01 level (two-tailed)
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Scale Reliability
The following reliability results are based on the scoring method, previously 
mentioned, that has been proposed by Raphael et al.(1996). Again, a quality of life score 
was computed for each scale item based on an interaction between its importance and 
satisfaction ratings. Subscale scores were obtained by averaging the scores for each 
subscale item and a scale score was calculated by averaging the scores for all scale items. 
Internal Consistency 
Phase One
Internal consistency results for phase one of data collection are based on data 
provided by 54 respondents. The Cronbach’s a statistic for the entire scale was excellent 
at 0.936. The reliability statistic for each of the subscales was within the satisfactory 
range. They were 0.741 (disability-related support), 0.737 (emotional well-being), 0.869 
(family interaction), 0.866 (parenting), and 0.691 (physical/material well-being). The 
Cronbach’s a statistic for the entire scale was 0.905 for families whose child lived at 
home. The subscale alphas were satisfactory for three and unacceptable for two. They 
were 0.761 (disability-related support), 0.608 (emotional well-being), 0.754 (family 
interaction), 0.717 (parenting), and 0.574 (physical/material well-being). In both 
unsatisfactory cases, the removal of any one item that comprised the subscales did not 
improve the a statistic of that subscale to a satisfactory level. The Cronbach’s a statistic 
for the entire scale was excellent (0.950) for families whose child lived outside the family 
home, and the subscale alphas ranged from satisfactory to excellent (0.738 for disability- 
related support, 0.885 for emotional well-being, 0.884 for family interaction. 0.904 for 
parenting, and 0.765 for physical/material well-being).
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Phase Two
Internal consistency results for phase two of data collection were based on data 
provided by 39 respondents. The Cronbach’s a statistic for the entire scale was 
acceptable at 0.841. The reliability statistics were satisfactory for all five subscales.
They were 0.868 (disability-related support), 0.626 (emotional well-being), 0.892 (family 
interaction), 0.832 (parenting), and 0.764 (physical/material well-being). For families 
whose child lived at home, the a levels for the scale and subscales ranged from 
satisfactory to excellent. The Cronbach’s a statistic for the entire scale was 0.945, and 
the subscale alphas were 0.950 (disability-related support), 0.752 (emotional well-being). 
0.899 (family interaction), 0.900 (parenting), and 0.697 (physical/material well-being). 
For families whose child lived outside the family home, the a levels ranged from 
unsatisfactory to excellent. The Cronbach’s a statistic for the entire scale was 0.924, and 
the a levels for the subscales were 0.737 (disability-related support), 0.418 (emotional 
well-being), 0.899 (family interaction), 0.760 (parenting), and 0.802 (physical/material 
well-being). The removal of any one item that comprised the emotional well-being 
subscale did not improve the a statistic of the subscale to an acceptable level (Table 20).
Table 20. Reliability -  Internal Consistency (Cronbach’s a)
Phase One
BCFQLS, Combined Family Groups 0.936




Physical/Material Well-Be ing 0.691




BCFQLS. Families Whose Child L ived in the Family Home 0.905
Disability-Related Support 0.761











BCFQLS, Com bined Family Groups 0.841
Disability-Related Support C.868
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Test-Retest Reliability
Test-retest reliability was assessed via the Spearman’s rho statistic. The 
correlation between family quality of life scores obtained from the first phase of data 
collection and those obtained from the second phase of data collection was 0.656. This 
finding was statistically significant at the p  < 0.01 level (two-tailed). The correlations for 
each of the subscale scores were also significant (p < 0.01, two-tailed) and were 0.579 
(idisability-related support), 0.628 {emotional well-being), 0.787 (family interaction), 
0.652 (parenting), and 0.568 (physical/material well-being). An item analysis revealed 
that one item each within the emotional well-being and parenting subscales failed to meet 
statistical significance.
With respect to families whose child lived in the family home, the correlation 
between family quality of life scores obtained from the two phases of data collection 
(0.804) were also statistically significant (p < 0.01, two-tailed). The correlations for each 
of the subscales, with the exception of physical/material well-being, were also significant 
(P<0  .01, two-tailed) and were 0.777 (disability-related support), 0.765 (emotional well­
being), 0.754 (family interaction), and 0.791 (parenting). The correlation for the 
physical/material well-being subscale (0.422) was not statistically significant. Over one- 
third (n = 9) of the 25 scale items failed to meet statistical significance at either the p  < 
0.01, two-tailed o rp <  0.05, two-tailed level. One of the four items pertaining to the 
disability-related support subscale, two of the four items relative to the emotional well­
being subscale, three of the six items of the family interaction subscale, one of the six 
items of the parenting subscale, and two of the five items of the physical/material well­
being subscale failed to meet statistical significance.
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With respect to families whose child lived outside the family home, the 
correlation between family quality of life scores obtained from the two phases of data 
collection (0.533) were statistically significant at thep  < 0.05, two-tailed level. The 
correlation for one of the five subscales did not meet the criteria for statistical 
significance. The subscale correlation coefficients were 0.255 (disability-related support 
-  not significant), 0.518 (emotional well-being -  statistically significant at the p  < 0.05 
level, two-tailed), 0.775 (family interaction -  statistically significant at the p  < 0.01 level, 
two-tailed), 0.504 (parenting -  statistically significant at thep  < 0.05 level, two-tailed), 
and 0.626 (physical/material well-being -  statistically significant at the p < 0.01 level, 
two-tailed). Two of the four items pertaining to the disability-related support subscale, 
three of the four items relative to the emotional well-being subscale, two of the six items 
of the family interaction subscale, three of the six items of the parenting subscale, and 
one of the five items of the physical/material well-being subscale did not meet the criteria 
for statistical significance.
Table 21. Reliability -  Test-Retest (Spearman’s rho)
Correlation, Family Quality o f  Life, Between Phase One and Phase Two o f Data Collection 
BCFQLS, Com bined Family Groups 0.656**
Disability-Related Support 0.579**
Family Member With Disability Has Support to Accomplish Goals at Home 0.452**
Family Member With Disability Has Support to Accomplish Goals at School or Workplace 0.514**
Family Member With Disability Has Support to Make Friends 0.569**
Family Has Good Relationship With Service Providers 0.443**
Emotional Well-Being 0.628**
Family Has Support it Needs to Relieve Stress 0.433**
Family Members Have Friends or Others Who Provide Support 0.548**
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Table 21. Continued
BCFQLS, Com bined Family Groups
Emotional Well-Being
Family Members Have Some Time to Pursue Their Own Inlerests 0.374*
Family Has Outside Help Available to Take Care o f  Special Needs o f  All Family Members 0.346*
Family Interaction 0.787**
Family Enjoys Spending Time Together 0 815**
Family Members Talk Openly With Each Other 0.654**
Family Solves Problems Together 0.646**
Family Members Support Each Other to Accomplish Goals 0 547**
Family Members Show They Love and Care for Each Other 0 406*
Family is Able to Handle Life’s Ups and Downs 0.488**
Parenting 0.652**
Family Members Help the Child(ren) Learn to be Independent 0.651**
Family Members Help the Child(ren) With School Work and Activities 0.386*
Family Members Teach the Child(ren) How to Get Along With Others 0.286
Adults in Family Teach the Childfren) to Make Good Decisions 0.380*
Adults in Family Know Other People in the Chi!d(ren)’s Lives (Friends, Teachers, etc.) 0.413*
Adults in Family Have Time to Take Care o f  the Individual Needs o f  Each Child 0.469**
Physical/Material Well-Being 0.568**
Family Members Have Transportation to Get to the Places They Need to Be 0.475**
Family Gets Medical Care When Needed 0.456**
Family Gets Dental Care When Needed 0.634**
Family Has a Way to Take Care o f  Expenses 0.480**
Family Feels Safe at Home, Work, School, and Neighborhood 0.391*
BCFQLS, Families Whose C hild L ived in the Family Home 0.804**
Disability-Related Support 0.777**
Family Member With Disability Has Support to Accomplish Goals at Home 0.820’ *
Family Member With Disability Has Support to Accomplish Goals at School or Workplace 0.519*
Family M ember With Disability Has Support to Make Friends 0.778**
Family Has Good Relationship With Service Providers 0.343
Emotional Well-Being 0 765**
Family Has Support it Needs to Relieve Stress G.439
Family Members Have Friends or Others Who Provide Support 0.468**
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Table 21. Continued
BCFQLS, Families Whose Child Lives in the Family Home
Emotional Well-Being
Family Members Have Some Time to Pursue Their Own Interests 0.446
Family Has Outside Help Available to Take Care o f  Special Needs o f  All Family Members 0.503*
Family Interaction 0.754**
Family Enjoys Spending Time Together 0.819**
Family Members Talk Openly With Each Other 0.400
Family Soives Problems Together 0.808**
Family Members Support Each Other to Accomplish Goals 0.420
Family Members Show They Love and Care for Each Other 0.301
Family is Able to Handle Life’s Ups and Downs 0.617**
Parenting 0.791**
Family Members Help the Child(ren) Learn to be Independent 0.525*
Family Members Help the Child(ren) with School Work and Activities 0.189
Family Members Teach the Child(ren) How to Get Along with Others 0 509*
Adults in Family Teach the Child(ren) to Make Good Decisions 0.457*
Adults in Family Know Other People in the Child(ren)’s Lives (Friends, Teachers, etc.) 0.459*
Adults in Family Have Time to Take Care o f  the Individual Needs o f  Each Child 0.719**
Physical/Material Well-Being 0.422
Family Members Have Transportation to Get to the Places They Need to Be 0.162
Family Gets Medical Care When Needed 0.479*
Family Gets Dental Care When Needed 0 484*
Family Has a Way to Take Care o f  Expenses 0.363
Family Feels Safe at Home. Work, School, and Neighborhood 0.463*
BCFQLS, Families Whose Child L ived Outside the Family Home 0.S33*
Disability-Related Support 0.255
Family Member With Disability Has Support to Accomplish Goals at Home 0.118
Family Member With Disability Has Support to Accomplish Goals at School or Workplace 0.518*
Family Member With Disability Has Support to Make Friends 0.329
Family Has Good Relationship with Service Providers 0.599**
Emotional Well-Being 0.518*
Family Has Support it Needs to Relives Stress 0.400
Family Members Have Friends or Others Who Provide Support 0.686**
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Table 21. Continued
BCFQLS, Families Whose Child L ived  Outside the Family Hom e
Emotional Well-Being
Family Members Have Some Time to Pursue Their Own Interests 0.282
Family Has Outside Help Available to Take Care o f  Special Needs o f  All Family Members 0.229
Family Interaction 0.775**
Family Enjoys Spending Time Together 0.842**
Family Members Talk Openly With Each Other 0.809**
Family Solves Problems Together 0.416
Family Members Support Each Other to Accomplish Goals 0.596**
Family Members Show They Love and Care for Each Other 0.537*
Family is Able to Handle Life’s Ups and Downs 0.369
Parenting 0.504*
Family Members Help the Child(ren) Learn to be Independent 0.680**
Family Members Help the Child(ren) with School Work and Activities 0.557*
Family Members Teach the Child(ren) How to Get Along with Others 0.084
Adults in Family Teach the Child(ren) to Make Good Decisions 0.454*
Adults in Family Know Other People in the Child(ren)’s Lives (Friends, Teachers, etc.) 0.418
Adults in Family Have Time to Take Care o f  the Individual Needs o f  Each Child 0.184
Physical/Material Well-Being 0.626*
Family Members Have Transportation to Get to the Places They Need to Be 0.772**
Family Gets Medical Care When Needed 0.486*
Family Gets Dental Care When Needed 0.711**
Family Has a Way to Take Care o f  Expenses 0.618*
Family Feels Safe at Home, Work, School, and Neighborhood 0.400
* =  statistically significant at thep  <  0.05 level (two-tailed) 
** = statistically significant at thep  <  0.01 level (two-tailed)
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CHAPTER V: CONCLUSIONS
The psychometric properties of the BCFQLS, when used with families with 
school-aged children (6-21 years of age) who have severe developmental disabilities, are 
similar to the psychometric properties when the scale is used with families with pre- 
teenage children who have developmental disabilities of varying degrees of severity. The 
BCFQLS also performs equally well with families whose child lives in the family home 
as it does with families whose child lives outside the family home.
The method used to compute scale scores was effective in that it produced a range 
of scores that were easily interpretable. Furthermore, since the method was originally 
developed by experienced researchers in the area of quality of life of persons who have 
developmental disabilities, and since it was also based on the interaction between two 
factors each of which had five possible responses, it is concluded that the method is 
appropriate for use in scoring the BCFQLS.
FLOOR EFFECT
The BCFQLS scale and its subscales, when used with families with children who 
have severe developmental disabilities, do not produce a floor effect for the scale or any 
of its subscales. Furthermore, none of the BCFQLS items when used with these families 
produce a floor effect. In fact, based on family quality of life scores as interpreted by 
Raphael and colleagues (1996), the majority of families with children who have severe 
developmental disabilities view their family quality of life as exemplary. For the 
combined family groups, 61.1% scored within the exemplary range for family quality of 
life in the current study. For the families whose child lived in the family home, 64.0% 
scored within the exemplary range. For the families whose child lived outside the family
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home, 58.6% scored within the exemplary range. This is explainable in that, if one had 
felt at some point in the past that his or her family quality of life was unsatisfactory, 
changes necessary to improve it would have been made prior to the current study. It is 
entirely possible that individual families do what is necessary, in terms of placing or not 
placing their child outside the family home, in order to maintain an acceptable family 
quality of life.
COMPARISON OF THE BEACH CENTER AND McFELEA STUDIES 
Response Rates
The response rate for the McFelea study was more than double the response rate 
for the Beach Center study. Both studies offered incentives for participation, although 
the form of the incentive for the Beach Center study was not specified. Both studies also 
recruited subjects through administrative agencies, but the McFelea study researcher was 
able to personally visit each agency and it is unknown whether or not the Beach Center 
study researchers were likewise able to do so. Another factor that may have contributed 
to the higher response rate in the McFelea study is that the sample group has been 
comparatively less researched than the sample used in the Beach Center study and 
respondents may therefore have been more eager to “tell their story.” The effect that the 
differing response rates had on the results is unknown, although it is reasonable to 
assume that a greater response rate is more likely to contain a more heterogeneous group 
of respondents than a lesser response rate.
Demographic Characteristics
The differences between the Beach Center and McFelea study samples may m 
part explain the minor disparities in the results that exist between the two studies. For
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example, primary caregivers who are male surely have different viewpoints on the 
importance and satisfaction of scale items than female primary caregivers. Furthermore, 
families that live in comparatively more urban areas and have a higher annual family 
income likely have more services and resources available to them for all family members 
that may ultimately serve to enhance family quality of life.
The greatest differences between the Beach Center and McF elea study samples 
are the characteristics of the children who have disabilities. The Beach Center study 
sample contained a large proportion (40.9%) of children who were less than four years of 
age and were therefore being served primarily by early intervention rather than public 
school programs. By this researcher’s personal experience, early intervention services 
are generally viewed by parents in a more positive light than are public school services. 
This parent perception may explain the higher satisfaction ratings given by Beach Center 
study respondents than by McFelea study respondents. The other primary difference 
between the children in the Beach Center and McFelea study samples is the degree of 
severity of their developmental disability. It is likely that families of children who have 
severe developmental disabilities have more variability in their daily lives than do 
families of children who have less severe developmental disabilities. This could help 




Based on the findings of both studies, it can be concluded that families with 
children (birth to 21 years of age) who have developmental disabilities of varying degrees
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of severity and live either inside or outside the family home view the 25 items that 
comprise the BCFQLS as reflective of one basic concept.
Subscales
Based on the findings of both studies, it can be concluded that families with pre- 
teenage children who have developmental disabilities of varying degrees of severity and 
who live in the family home and families with school-aged children who have severe 
developmental disabilities and who live outside the family home view the items that 
comprise the five BCFQLS subscales as reflective of five individual concepts.
Furthermore, it can at best be concluded that families with pre-teenage children 
who have developmental disabilities of varying degrees of severity and who live in the 
family home and families with school-aged children who have severe developmental 
disabilities and who live in the family home view the items that comprise the emotional 
well-being subscale and the items that comprise the physical/material well-being 
subscale, in terms of importance and satisfaction respectively, as reflective of individual 
concepts. It can also be concluded that families with pre-teenage children who have 
developmental disabilities of varying degrees of severity and who live in the family home 
view the items that comprise the emotional well-being subscale and the physical/material 
well-being subscale, in terms of satisfaction and importance ratings, as reflective of 
individual concepts while families with school-aged children who have severe 
developmental disabilities and who live in the family home do not.
Test-Retest Reliability
Based on the findings of both studies, several conclusions can be made. First, it 
can be concluded that the BCFQLS is able to produce consistent results across time when
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used with families with pre-teenage children who have developmental disabilities of 
varying degrees of severity and who live in the family home. Second, it can be 
concluded that the BCFQLS is able to produce consistent satisfaction rating results across 
time when used with families with school-aged children who have severe developmental 
disabilities and who live in the family home. Third, it can be concluded that the 
BCFQLS emotional well-being, family interaction, parenting, and physical/material well­
being subscales are able to produce consistent results across time when used with 
families with school-aged children who have severe developmental disabilities and who 
live outside the family home. Fourth, it can be concluded that the BCFQLS disability- 
related support subscale is not able to produce consistent results across time when used 
with families with school-aged children who have severe developmental disabilities and 
who live outside the family home.
Scale Criterion Validity
Based on the findings of both studies, it can be concluded that the BCFQLS 
family interaction subscale is an adequate measure of family interaction when used with 
families with children, birth to 21 years of age, who have developmental disabilities of 
varying degrees of severity who live either inside or outside the family home. 
Furthermore, it can be concluded that the BCFQLS physical/material well-being subscale 
is a reasonably adequate measure of physical/material well-being when used with 
families with pre-teenage children who have developmental disabilities of varying 
degrees of severity and who live in the family home; it should again be noted, however, 
that the subscale presented ongoing challenges for the Beach Center researchers. It can 
also be concluded that the BCFQLS is not an adequate measure of physical/material well­
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being when used with families with school-aged children who have severe developmental 
disabilities and who live either inside or outside the family home.
RESULTS OF THE McFELEA STUDY
Scale Reliability
The following reliability conclusions are based on the scoring method, previously 
mentioned, that has been proposed by Raphael et al. (1996). By way of reminder, this 
scoring method combines the results of importance and satisfaction ratings to produce 
individual item scores. Subscale scores are then obtained by averaging the scores for 
each item contained within each subscale, and a scale score is calculated by averaging the 
scores for all scale items.
Internal Consistency 
Phase One
It can be concluded that the scale has adequate reliability in terms of its internal 
consistency when used to measure the quality of life of families with school-aged 
children who have severe developmental disabilities and who live either inside or outside 
the family home. It can furthermore be concluded that the disability related support, 
family interaction, and parenting subscales have adequate reliability in terms of their 
internal consistency when used to measure the quality of life of such families.
The emotional well-being subscale has, according to some standards, satisfactory 
internal consistency when used to measure the quality of life of families with children 
who have severe developmental disabilities and who live inside the family home. By 
other standards, its internal consistency is inadequate. Three of the four subscale items 
deal with the availability of support for various family members and the fourth item deals
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with time for family members to pursue their own interests. These may reflect separate 
concepts for families with children who have severe developmental disabilities and who 
live in the family home. Given the reality of daily caregiving demands, primary 
caregivers of children who have severe developmental disabilities may feel that the 
importance of the availability of support and the importance of time for family members 
to pursue their own interests are themselves distinctly different. There is no qualitative 
data provided by the current study, however, to support this possible conclusion. 
Furthermore, the removal of that one item does not improve the subscale’s internal 
consistency to an acceptable level, so the matter requires further investigation.
The physical/material well-being subscale does not, by any standard, reflect one 
basic concept when used to measure the quality of life of families with children who have 
severe developmental disabilities and who live inside the family home. Three of the five 
subscale items deal with physical well-being, one item deals with material well-being, 
and the remaining item addresses the availability of transportation. These may reflect 
separate concepts for families with children who have severe developmental disabilities 
and who live in the family home. Given the monetary cost of caring for a child who has a 
severe developmental disability, primary caregivers of such children may feel that 
satisfaction with their family’s ability to meet its expenses and satisfaction with their 
family’s safety are themselves distinctly different. Furthermore, two respondents to the 
McFelea study believed that two of the subscale items did not have a bearing on family 
quality of life. However, the removal of one or the other of the two questionable items 
does not improve the subscale’s internal consistency to an acceptable level, so this matter 
also requires further investigation.
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Phase Two
Internal consistency results differed slightly between phase one and phase two of 
data collection, but in general the findings give further support to a conclusion that the 
scale has adequate reliability in terms of its internal consistency when used to measure 
the quality of life of families with children who have severe developmental disabilities 
and who live either inside or outside the family home. Further support is also given to 
the conclusion that the disability related support, family interaction, and parenting 
subscales have adequate reliability in terms of their internal consistency when used to 
measure the quality of life of such families.
In the first phase of data collection, the emotional well-being subscale had 
acceptable internal consistency when used to measure the quality of life of families with 
school-aged children who had severe developmental disabilities and who lived outside 
the family home. This was not the case in the second phase of data collection, however. 
There was also a difference in the performance of the physical/material well-being 
subscale between the two phases of data collection. In the first phase, the subscale had 
unacceptable internal consistency. In the second phase, however, the subscale had, at 
least according to some standards, satisfactory internal consistency when used to measure 
the quality of life of families with children who had severe developmental disabilities and 
who lived in the family home. The reason for the differences in the performance of these 
two subscales across a 2-4 week time period is unclear. In any event, it may be the case 
that the data provided by the second phase of data collection is the more accurate of the 
two. Respondents to the first phase were likely required to reflect on topics they had not 
heretofore contemplated; respondents to the second phase, however, were exposed to the
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same scale items for a second time and may have been able to give more thoughtful and 
therefore accurate answers. Furthermore, the fact that respondents to the second phase 
completed and returned the survey may reveal a stronger commitment to the study. 
Test-Retest Reliability 
Combined Family Groups
The BCFQLS and its five subscales have acceptable test-retest reliability when 
used to measure the quality of life of families with school-aged children who have severe 
developmental disabilities. All but one of the 25 items that comprise the BCFQLS also 
have acceptable test-retest reliability when used to measure the quality of life of families 
with children who have severe developmental disabilities and who live either in or 
outside the family home. The parenting subscale item “family members teach the 
child(ren) how to get along with others” does not have acceptable test-retest reliability 
under such circumstances. The item has acceptable test-retest reliability when used to 
measure the quality of life of families with children who have severe developmental 
disabilities and who live in the family home but does not when used to measure the 
quality of life of families whose child has been placed outside the family home. It is 
possible that the statement was misunderstood by the latter respondent group. Such 
respondents may have focused their thinking on their child who had the severe 
developmental disability rather than the other children in their home. If so, they may 
have viewed the item as not applicable and been uncertain as to how to respond to it. 
Families Whose Child Lives in the Family Home
The BCFQLS and four of its five subscales have acceptable test-retest reliability 
when used to measure the quality of life of families with children who have severe
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
143
developmental disabilities and who live in the family home. The physical/material well­
being subscale does not have acceptable test-retest reliability. Two of its five items also 
do not have acceptable test-retest reliability. As explained earlier, it is possible that the 
daily caregiving demands of children who have severe developmental disabilities vary in 
such as way as to influence a primary caregivers’ perception of the importance of the 
items “family members have transportation to get to the places they need to be” and “my 
family has a way to take care of its expenses.” It may be the case that families with 
children who have severe developmental disabilities view these two areas as distinctly 
different.
The disability-related support subscale contains one item (“my family has a good 
relationship with service providers”) that does not have acceptable test-retest reliability. 
Given the number of service providers with unique personalities such families encounter 
over a relatively short period of time, this finding is perhaps not surprising. It may be 
that the subscale should be expanded to include individual items for each possible service 
provider and that a “not applicable” response category be added. Two of the items that 
measure emotional well-being (“my family has the support it needs to relieve stress” and 
“family members have some time to pursue their own interests”) do not have acceptable 
test-retest reliability. In light of the daily caregiving demands such families face, it is 
reasonable to surmise that satisfaction with these items would fluctuate. Three of the six 
items that measure family interaction (“family members talk openly with each other”, 
“family members support each other to accomplish goals”, and “family members show 
they love and care for each othei”) do not have acceptable test-retest reliability. Again, it 
is possible that satisfaction with these items vary over time as a result of the daily
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caregiving demands such families meet. The one item that measures parenting (“family 
members help the child(ren) with school work and activities”) that does not have 
acceptable test-retest reliability can be explained by the same reasoning.
Families Whose Child Lives Outside the Family Home
The BCFQLS and four of its five subscales have acceptable test-retest reliability 
when used to measure the quality of life of families with children who have severe 
developmental disabilities and who live outside the family home. The disability-related 
support subscale and two of its items do not have acceptable test-retest reliability. The 
item “my family member with a disability has support to accomplish goals at home” is 
not wholly applicable to such families. The item “my family member with a disability 
has support to make friends” may also be viewed by primary caregivers as not applying 
to their family's situation.
Three of the four items that measure emotional well-being (“my family has the 
support it needs to relieve stress”, “family members have some time to pursue their own 
interests”, and “my family has outside help available to take care of the special needs of 
all family members”) do not have acceptable test-retest reliability. The reason why these 
items’ importance or satisfaction ratings or the interaction between them vary over a 
relatively short period of time in this particular family group is unclear. However, the 
test-retest reliability of the subscale’s remaining item (“my family members have friends 
or others who provide support”) is sufficiently statistically significant to render the entire 
subscale stable over time. Two of the items that measure family interaction (“my family 
solves problems together” and “my family is able to handle life’s ups and downs”) do not 
have acceptable test-retest reliability. Those items’ importance, their satisfaction, or the
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interaction between importance and satisfaction to a family’s quality of life are viewed by 
primary caregivers differently over a short period of time for some unknown reason.
Three of the six items that measure parenting (“family members teach the child(ren) how 
to get along with others”, “adults in my family know other people in the child(ren)’s 
lives”, and “adults in my family have time to take care of the individual needs of each 
child”) do not have acceptable test-retest reliability. The reason behind this instability is 
unclear. One of the five items that measure physical/material well-being (“my family 
feels safe at home, work, school, and neighborhood”) lacks sufficient test-retest 
reliability. Again, the reason that the score for this particular item varies over a relatively 
short period of time, particularly when the score for the item did not vary in the group of 
families whose child lives in the family home, is unclear. There is no known historical 
factor that may have influenced one group more than the other. The only conclusion this 
researcher can make is that some unknown factor influenced one respondent groups’ 
perception of their family’s safety but did not influence the other.
Scale Validity 
Face Validity
Based on the data obtained, it can be concluded that the face validity of the 
BCFQLS is adequate when used to measure the quality of life of families with children 
who have severe developmental disabilities and who live either inside or outside the 
family home. According to respondents, the BCFQLS’ ability to measure a family’s 
quality of life is higher in families whose children with severe developmental disabilities 
live in the family home than in families whose children with severe developmental 
disabilities live outside the family home. This is not surprising in that some scale items,
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such as “my family member with a disability has support to accomplish goals at home”, 
do not apply to families whose child has been placed outside the family home.
Content Validity
Based on the data obtained, it can be concluded that the content validity of the 
BCFQLS is adequate when used to measure the quality of life of families with children 
who have severe developmental disabilities and who live either inside or outside the 
family home. Primary caregivers of both family groups offered an approximately equal 
percentage of additional items they believed were important to their family’s quality of 
life. Furthermore, members of both groups felt that some scale items are not important to 
their family’s quality of life.
Criterion Validity
It can be concluded that the family interaction subscale has acceptable criterion 
validity when used with families with children who have severe developmental 
disabilities and who live either inside or outside the family home. It can furthermore be 
concluded that the physical/material well-being subscale does not have acceptable 
criterion validity when used with such families. In that the subscale is not internally 
consistent when used to measure the quality of life of such families, this finding is not 
surprising. Any or all of the items may either be unnecessary, or it is possible that 
additional items need to be added to the subscale to more accurately reflect the concept in 
its entirety. It is also possible that the scale used as the criterion measure does not 
adequately address the physical and/or material well-being needs of families with 
children who have severe developmental disabilities. The sample used to initially 
validate the scale was comprised of 45 mothers of pre-school “retarded, handicapped, and
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
147
developmentally at-risk” children who were participating in an early intervention 
program (Dunst & Leet, 1985). As explained earlier, this sample differs significantly 
from that of the McFelea study.
SUMMARY OF CONCLUSIONS 
The BCFQLS was developed for the purpose of assessing the quality of service 
outcomes. For that purpose, the BCFQLS is a reliable and valid tool for measuring the 
quality of life of individual families with children who have severe developmental 
disabilities and who live either inside or outside the family home, although data obtained 
from responses to the physical/material well-being subscale should be interpreted with 
caution.
Additional research is needed before the scale can be used to compare the quality 
of life of groups of families with children who have severe developmental disabilities that 
differ based on child residence. With modification, however, the scale has the potential 
to be useful in comparing the two groups and may therefore be appropriate for assessing 
the impact of federal disability policy on the families affected by such policy. Suggested 
modifications include making minor changes to scale instructions, rewording some 
demographic items, and refining the physical/material well-being subscale.
SUGGESTIONS FOR SCALE IMPROVEMENT 
Aspects of the scale could be improved. The scale’s shortcomings may simply be 
a function of individuals’ misunderstanding of the directions for completing it. For 
example, one respondent indicated that she was not certain whether or not the definition 
of the word “family” includes extended family members. Another respondent’s comment 
indicated that she answered at least a portion of the items with respect to her child’s
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rather than her family’s quality of life. It is possible that emphasizing the instructions 
and including them on each page of the scale would improve the scale’s utility.
Some demographic questions may be confusing to some respondents. The 
response categories for respondent employment status are not mutually exclusive in that 
an individual could be employed both full- and part-time, have two part-time jobs that are 
the equivalent of full-time employment, or be employed part-time and also receive 
disability assistance. Furthermore, the response categories for the respondent’s 
relationship to the child are also not mutually exclusive in that an adoptive parent may 
also be biologically related to the child. Refining the response categories of these items 
to ensure that only one correct response can be given to each item would, at a minimum, 
facilitate the generalizability of results.
STUDY LIMITATIONS
One limitation of the study is that the primary caregivers’ viewpoints were the 
only ones sought. Whether or not those viewpoints are representative of an entire family 
may be an area in which future research should be conducted. A similar limitation is that 
it is unknown whether or not the primary caregivers’ viewpoint was the one that was 
actually obtained in all cases. Parents of children who have severe developmental 
disabilities are not necessarily the primary caregivers of their children. In the case of the 
current study, it is possible that some of the parents who received the survey materials 
that were mailed to them, although not the primary caregiver, responded to the survey 
materials anyway
Another limitation of the proposed study is its questionable generalizability. In 
order for the BCFQLS to have overall utility for use with families with children who
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have severe developmental disabilities, characteristics of the sample should be 
representative of the characteristics of the population from which the sample has been 
drawn. Unfortunately, population characteristics of families with children who have 
severe developmental disabilities are unavailable. It is clear, however, that the current 
study sample contained a far greater percentage of families whose child lives outside the 
family home than in the general national population.
A related limitation of the study is its restricted sample diversity, which may also 
affect its generalizability. The sample did not contain a sufficient number of people of 
specific cultural groups to permit the scale’s use with some families. This is another area 
in which future research should be conducted.
A final limitation of the study is its small sample size. One reason for this small 
sample size was that the estimated prevalence of families with children who have severe 
developmental disabilities (0.24 per 1000) is small. It is also noteworthy that one of the 
two other studies of families with children whose developmental disabilities are 
comparatively severe had a comparable sample size (n = 53) (Blacher et al., 1999).
Four additional local schools districts were contacted and asked to participate in the study 
in an effort to increase sample size, but each declined the request.
RECOMMENDATIONS FOR FUTURE RESEARCH 
Further research is needed to improve the scale’s reliability and validity if it is to 
be useful in evaluating federal disability policy, especially the portion that favors in- 
home rather than outside-the-family-home care for children who have severe 
developmental disabilities. This additional research is needed because it is important for
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policymakers to have sound data upon which to base decisions about services for such 
families.
Specifically, further research is needed in order to improve the scale’s reliability 
and validity for use with families with children who have severe developmental 
disabilities and live in the family home. Focus groups consisting of primary caregivers of 
such children should review the existing scale’s problematic items (those for which there 
was excessive missing data and/or those that did not meet acceptable reliability/ 
validity standards) for the purpose of improving them. Discussion should also be held to 
determine whether or not there are additional areas important to family quality of life that 
the scale does not presently address, such as spirituality. The focus groups should 
specifically consider the physical/material well-being subscale items and determine 
whether or not they should be grouped into separate domains. Items should be rewritten 
and/or items added or eliminated based on focus group input. The revised scale should 
then be pilot tested and psychometrically evaluated.
Additionally, further research is needed in order to improve the scale’s reliability 
and validity for use with families with children who have severe developmental 
disabilities and live outside the family home. Focus groups consisting of primary 
caregivers of such children should be convened. Discussion should be held to gain 
insight into the needs of that particular family group in an effort to discern whether or not 
they are the same as those of families whose children live in the family home. For 
example, it is possible that the ability to visit one’s child contributes to family quality of 
life and should be addressed through the addition of a scale item. Additionally, focus 
group participants should review each of the scale’s items to determine their
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appropriateness and items that do not specifically pertain to families whose child lives 
outside the family home should be eliminated from the scale. The revised scale should 
then be pilot tested and psychometrically evaluated. These procedures should be 
repeated until a psychometrically sound instrument is produced.
It is worthwhile to consider the possibility that two scales should be created -  one 
for families whose child lives in the home and the other for families whose child lives 
outside the family home. Once scales that are psychometrically sound have been 
identified, they can be used to measure the quality of life of both family groups. 
Information gleaned from those studies may be used to determine whether or not present 
federal disability policy that strongly encourages families to raise their children who have 
severe developmental disabilities in the family home is, in fact, best for families.
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March 2, 2006
Research Advisory:
Family Quality of Life Survey
Dear Parent,
Norfolk Public Schools has approved this doctoral survey-research by Ms. McFelea, a 
doctoral student in the College of Health Sciences at Old Dominion University. Her 
research advisor is Dr. Stacey Plichta (splichta@odu.edu or 757-683-4989). St. Mary’s 
School for Disabled Children has also approved to participate in this survey-research.
The researcher will study parent opinions that are important to special education 
programs, services, and student achievement.
We have taken careful steps to protect your privacy. We will not give your name, 
address, telephone number, or other information to the researcher. Your name and 
address will never be written in the research report.
We need your help in the research, and your answers as parents are important; but, you 
decide whether or not to fill out and mail back the survey.
1. You can fill out and mail back the surveys without giving your name and address.
2. To get the $25 for filling out the surveys, you have to give your name and address 
to the researcher. Your name and address can only be used for the $25 check— 
your name/address can never be written in the research report.
3. You also decide if you want to participate further. You can only be contacted if 
you give the researcher permission to do so.
We look forward to the research findings and contribution to instructional practice, 
program services, and student achievement. If you have any questions or problems about 
this research, please call me—
Thanks for your help,
E. Gail Flanagan
Senior Coordinator, Research & Evaluation 
Department Research, Testing & Statistics 
Norfolk City Public Schools
gflanaga@nt>s.k 12.va.us Office # 757-628-3852 Fax # 757-628-3925
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St. M ary’s Home 
for Disabled Children
6171 KEMPSVILLE CIRCLE 
NORFOLK, VIRGINIA 23502 




St. Mary’s Home for Disabled Children has approved a survey research project. It will 
be carried out by Joni McFelea, a doctoral student in the College of Health Sciences at 
Old Dominion University. Her research advisor is Dr. Stacey Plichta (splichta@odu.edu 
or 757-683-4989). Hampton City Schools and Norfolk Public Schools have also agreed 
to participate in this project. The researcher will ask your opinion on some things 
important to families with children who have developmental disabilities.
We have taken careful steps to protect your privacy. We will not give your name or 
address to the researcher. Neither will be identified in the research report.
We need your help for the research, and your answers are important. However, it is your 
decision whether or not to complete the surveys.
1. You can complete and return the surveys -  anonymously -  and you will not 
write your name or address on the surveys or the return envelope.
2. Or — if you would like to receive $25 in exchange for your time, you will need 
to give a name and an address to the researcher so that she can mail a check. The name 
and address will only be used for mailing the $25 check — they will never be identified in 
the research report.
3. You may also decide to participate in the second part of the project and receive 
an additional $25 for your time. The researcher will explain the second part o f the 
project in her letter that follows. If you do want to participate, the researcher will contact 
you by mail. Again, your name will never be identified in the research report.
We look forward to the research findings and contribution to families with children who 
have developmental disabilities. If you have any questions or problems about this 
project, please call me -
Thanks for your help!
Melanie Perez-Lopez
St. Mary’s Home for Disabled Children
mperezlopez@smhdc.org Office # 757-446-6781 Fax # 757-640-0147
a special place for special children
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Hello! My name is Joni McFelea. I’m a physical therapist and have served 
children who have developmental disabilities and their families for 25 years. I worked 
for several years at a residential facility, and now I work in a local public school system.
I’m also enrolled in a doctoral program at Old Dominion University. I’ve 
finished all of my classes and am ready to begin the final phase of the program, the 
dissertation project. My project involves determining whether or not a newly developed 
survey will be useful to improve policies, services, and supports for families like yours.
I’d like to share that enclosed survey, along with two others, with the family 
member who spends the most amount of time caring for your child who has a 
developmental disability. It will take about 30 minutes to complete the surveys.
If the primary caregiver for your child who has a developmental disability 
decides to complete the surveys, please be assured that everything told to me will be kept 
confidential. <Agency> selected you to participate in the project and mailed this letter 
and packet of information for me, so I don’t even know your name. I’m the only person 
who will ever see the answers. I’ll combine them with those from other families and use 
only group answers when describing the project results.
Please return the surveys by March 18,2006. In exchange for your time, I’ll 
send you $25 once the surveys are returned to me and you tell me where to send the 
check. Also, I’d like to give you an opportunity to earn an additional $25 by completing 
one of the surveys and answering three short questions about it in a couple of weeks.
If you have questions about anything, please let me know. I’ve attached my 
business card to this letter for your convenience. I also encourage you to contact my 
research advisor, Dr. Stacey Plichta, at splichta@odu.edu or by telephoning her office 
(757-683-4989). She’ll also be happy to give you any further information you may need.
I’m looking forward to hearing from you!
Sincerely,
Joni McFelea
Old Dominion University is an equal opportunity, affirmative action institution
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The Beach Center Family Quality of Life Scale
As the person who is the primary caregiver for your child who has a developmental 
disability, thank you for agreeing to complete this survey. We want you to tell us how 
you feel about your life together as a family. We will use what we learn from families to 
improve policies and services for children with disabilities and their families.
Your family may include many people -  mothers, fathers, partners, children, aunts, 
uncles, grandparents, etc. For this survey, please consider your family as those people:
• who think of themselves as part of your family (even though they may or may 
not be related by blood or marriage), and
• who support and care for each other on a regular basis.
For the survey, please DO NOT think about relatives (extended family) who are only 
involved with your family every once in a while.
When answering these questions, please think about your experiences since September, 
2005.
Step 1: Importance -  First, please shade the circle in the first set of columns to show 
how important you think that statement is.
• Shading the first circle means you think the statement is only a little important.
• Shading the fifth circle means you think the statement is critically important.
Step 2: Satisfaction -  Please shade the circle in the next set of columns to show how 
satisfied you are with that statement.
• Shading the first circle means you are very dissatisfied.
• Shading the last circle means you are very satisfied.
Please remember to answer both IMPORTANCE and SATISFACTION for each 
question.
All of the information you give us is confidential. Your name will not be attached to any 
of the information you give us. It is important that you answer as many questions as you 
can, but please feel free to skip those questions that make you feel uncomfortable.
Thank you so much for sharing your opinion with us!
By completing this survey, you indicate that you have been 
informed of the important aspects of this study and you are 
willing to participate.











The Beach Center Family Quality of Life Scale









1. My family enjoys spending time together. 0 0 0 0 0 0 0 0 0 0
2. My family members help the child(ren) learn to be 
independent.
0 0 0 0 0 0 0 0 0 0
3. My family has the support it needs to relieve stress. 0 0 0 0 0 0 0 0 0 0
4. My family members have friends or others who 
provide support.
0 0 0 0 0 0 0 0 0 0
5. My family members help the child(ren) with school 
work and activities.
0 0 0 0 0 0 0 0 0 0
6. My family members have transportation to get to 
the places they need to be.
0 0 0 0 0 0 0 0 o 0
7. My family members.talk openly with each other. 0 0 0 0 0 0 0 0 0 0
8. My family members teach the child(ren) how to get 
along with others.
0 0 0 0 0 0 0 0 0 0
9. My family members have some time to pursue their 
own interests.
0 0 0 0 0 0 0 0 0 o
10. My family solves problems together. 0 0 0 0 0 0 0 0 0 0
11. My family members support each other to 
accomplish goals.
0 0 0 0 0 0 0 0 0 o
12. My family members show that they love and care 
for each other.
0 0 0 0 0 0 0 0 0 0
13. My family has outside help available to us to take 
care of special needs of all family members.
0 0 0 0 0 0 0 0 0 o
14. Adults in my family teach the child(ren) to make 
good decisions.
0 0 0 0 0 0 0 0 0 0











The Beach Center Family Quality of Life Scale









16. My family has a way to take care of our expenses. 0 0 0 0 0 0 0 0 0 0
17. Adults in my family know other people in the 
child(ren)'s lives (friends, teachers, etc.)
0 0 0 0 0 0 0 0 0 0
18. My family is able to handle life's ups and downs. 0 0 0 0 0 0 0 0 0 0
19. Adults in my family have time to take care of the 
individual needs of each child.
0 0 0 0 0 0 0 0 0 0
20. My family gets dental care when needed. 0 0 o 0 0 0 0 0 0 0
21. My family feels safe at home, work, school, and 
in our neighborhood.
0 0 0 0 0 0 0 0 0 0
22. My family member with a disability has support to 
accomplish goals at school or workplace.
0 0 0 0 0 0 0 0 0 0
23. My family member with a disability has support to 
accomplish goals at home.
0 0 o 0 0 0 0 0 0 0
24. My family member with a disability has support to 
make friends.
0 0 0 0 0 0 0 0 0 0
25. My family has good relationships with the service 
providers who provide services and support to 
our family member with a disability.
0 0 0 0 0 0 0 0 0 0
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General Individual and Family Information
The last thing we need to do is ask you about you and your family. We will use this 
information to generally describe the people who responded to our survey. We will describe 
people in groups, never as individuals, so your answers will be kept confidential.
Please answer these questions about yourself.
1. What is your gender?
O Male
O Female
2. What year were you bom?
3. Are you of Hispanic or Latino origin?
OYes
ONo
4. What is your race? (Shade all that apply.)
O American Indian or Alaskan Native 
O Asian or Pacific Islander 
O Black or African American 
O White
O Other (please specify)____________________________
5. What is your marital status?
O Married/Living with someone
O Not married (widowed, divorced, separated, never married)
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
179
6. What is your employment status?
O Working full-time for pay or profit for a company or family business 
O Working part-time for pay or profit for a company or family business 
O Unemployed but looking 
O Stay-at-home parent or caregiver 
O Retired 
O Public assistance 
O Disability assistance
7. What is the highest level of education that you have completed?
O No schooling completed
O Formal schooling but no high school diploma or GED 
O High school graduate (diploma or GED)
O Some college or post-high school, but no degree 
O Associate degree (AA, AS, etc.)
O Bachelor’s degree (BA, BS, etc.)
O Graduate degree
8. What is your relationship to the child who has a developmental disability in your family?
O Parent (biological, step, foster, or adoptive)
O Other relative (grandparent, aunt, uncle, sibling, etc.) Please specify:
O Other non-relative (family friend, etc.) Please specify:______________
9. How old was your child when you learned of his or her developmental disability?
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Now we want to ask you a few questions about your child who has a developmental 
disability. If you have more than one child who has a disability, please consider the one 
whose disability is most severe. Remember, your answers will be kept confidential and only 
reported as a group, not as individuals or families.
10. What is the gender of your child who has a developmental disability?
O Female
11. What year was your child who has a developmental disability bom?











14. Is your child able to speak conversationally?
O Yes 
ONo
15. Is your child able to walk?
O Yes, without help from anyone else 
O Yes, with help from someone else 
ONo
O Male
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The following questions pertain to your family. Remember, your answers will be kept 
confidential.
16. Which of the following best describes the size of the community in which you live?
O Large metropolitan area (population greater than 200,000)
O Urbanized area (between 50,000 and 200,000)
O Town or small city (between 2,500 and 50,000)
O Rural area or small town with population less than 2,500)
17. What was your total household income from all sources for the past year? Be sure to include 
income from all sources (such as family subsidy or child support).
O Less than $14,999 
O Between $15,000 and $19,999 
O Between $20,000 and $24,999 
O Between $25,000 and $29,999 
O Between $30,000 and $34,999
O Between $35,000 and $39,000 
O Between $40,000 and $49,999 
O Between $50,000 and $59,999 
O Between $60,000 and $74,999 
O Over $75,000
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APPENDIX F
The Family Resource Scale











F A M I L Y  R E S O U R C E  S C A L E
DIRECTIONS: This scale is designed to assess whether or not you and your family have enough resources -  time, money, energy, etc. -  to meet 
the needs of your family as a whole as well as the needs of individual family members. Please CIRCLE what you think best tells how each need 
met.
is usually
To what extent are the following resources 
adequate for your family:
does not 
apply










1. Food for two meals a day NA 1 2 3 4 5
2. House or apartment NA 1 2 3 4 5
3. Money to buy necessities NA 1 2 3 4 5
4. Enough clothes for your family NA 1 2 3 4 5
5. Heat for your house or apartment NA 1 2 3 4 5
6. Indoor plumbing/water NA 1 2 3 4 5
7. Money to pay monthly bills NA 1 2 3 4 5
8. Good job for yourself or spouse/partner NA 1 2 3 4 5
9. Medical care for your family NA 1 2 3 4 5
10. Public assistance (SSI, AFDC, Medicaid, etc.) NA 1 2 3 4 5
11. Dependable transportation (own car or provided by others) NA 1 2 3 4 5
12. Time to get enough sleep/rest NA 1 2 3 4 5
13. Furniture for your home or apartment NA 1 2 3 4 5
14. Time to be by yourself NA 1 2 3 4 5
15. Time for family to be together NA 1 2 3 4 5
16. Time to be with your children) NA 1 2 3 4 5
17. Time to be with spouse/partner or close friend NA 1 2 3 4 5
18. Telephone or access to a phone NA 1 2 3 4 5
19. Babysitting for your children NA 1 2 3 4 5
20. Child care/day care for your child(ren) NA 1 2 3 4 5
21. Money to buy special equipment/supplies for child(ren) NA 1 2 3 4 5
22. Dental care for your family NA 1 2 3 4 5
23. Someone to talk to NA 1 2 3 4 5
24. Time to socialize NA 1 2 3 4 5
25. Time to keep in shape and looking nice NA 1 2 3 4 5
26. Toys for your child(ren) NA 1 2 3 4 5
27. Money to buy things for self NA 1 2 3 4 5
28. Money for family entertainment NA 1 2 3 4 5
29. Money to save NA 1 2 3 4 5
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Family APGAR
The following questions have been designed to help us better understand you and your family. Please try to 
answer all questions.
“Family” is the individual(s) with whom you usually live. If you live alone, consider family as those with 
whom you now have the strongest emotional ties.
For each question, check only one box
I am satisfied that I can turn to my family for help when 
something is troubling me.
I am satisfied with the way my family talks over 
things with me and shares problems with me.
I am satisfied that my family accepts and supports 
my wishes to take on new activities or directions.
I am satisfied with the way my family expresses affection, and 











I am satisfied with the way my family and I share
time together. '------ ' '------ * '------ '
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Concluding Remarks
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Thank you! You have finished completing the surveys.
Indicate here to whom and where you would like me to send your check for $25.
Would like to earn another $25 by filling out only one of the surveys and answering three 
short questions? If so, put a check mark in this box:
If you checked the box, thank you again! I will mail you one survey and three short 
questions in about two weeks, and when you complete and send them back to me I will 
send you another check for $25.
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APPENDIX I
The Reworded Introductory Letter from the Researcher





COLLEGE OF HEALTH SCIENCES 

























Master of Public Health




























Hello! My name is Joni McFelea. I’m a physical therapist and have served 
children who have developmental disabilities and their families for 25 years. I 
worked for several years at a residential facility in Kentucky before moving to 
Virginia nine years ago, and now Pm employed by a local public school system.
I’m also enrolled in a doctoral program at Old Dominion University. I 
have finished all of my classes and am now ready to begin the final phase of the 
program, the dissertation project. My project involves determining whether or not a 
newly developed survey is useful for gathering information that can be used to 
improve policies, services, and supports for families such as yours.
Hopefully your family received some information a couple of weeks ago 
inviting the primary caregiver of your child who has a developmental disability to 
participate in the project. Just in case you didn’t receive the information, St.
Mary’s is sending it for me again.
Please be assured that the answers will be kept completely confidential.
I’m the only person who will ever see them. I’ll combine them with answers from 
other families and use only group information when describing the project results.
The input from your family is valuable to this project. Please have your 
child’s primary caregiver fill out the surveys and send them back to me in the 
enclosed envelope. Once I receive them, I’ll send you a check for $25 for your 
time.
If you have questions about anything, please let me know. I’ve attached 
my business card to this letter for your convenience. I also encourage you to 
contact my research advisor, Dr. Stacey Plichta, at splichta@odu.edu or by 
telephoning her office (757-683-4989). She will also be happy to give you any
fu rther inform ation you  m ay need.
I’m looking forward to hearing from you!
Sincerely,
Joni McFelea
Old Dominion University is an equal opportunity, affirmative action institution
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APPENDIX J
The Introductory Letter from the Researcher for the Second Phase of Data Collection
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
vm
O ld
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COLLEGE OF HEALTH SCIENCES 

























Master of Public Health 



















PhD in Urban Services-








Thank you so much for participating in this part of the project! It should only 
take a few minutes of your time.
Please ask the primary caregiver of your child who has a developmental 
disability to fill out the enclosed Beach Center Family Quality of Life Scale and then 
answer the three questions at the end. This should be the same person who completed the 
surveys a couple of weeks ago. Once completed, put it in the enclosed envelope and mail 
it back to me. When I receive it, I’ll send you another check for $25 for your time.
Remember, your answers will be completely confidential. I’m the only person 
who will ever see them, and I’ll combine them with the answers I receive from other 
families. When I describe the results of the project, I’ll use only the information from the 
entire group of families.
If you have questions about anything, please let me know. I’ve attached my 
business card to this letter for your convenience. I also encourage you to contact my 
research advisor, Dr. Stacey Plichta, at splichta@odu.edu or by telephoning her office 
(757-683-4989). She will also be happy to give you any further information you may 
need.
I’m looking forward to hearing from you!
Sincerely,
Joni McFelea
O ld Dom inion University is an equal opportunity, affirmative action institution
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1. On a scale of 1-5, with one meaning “not at all” and five meaning “perfectly”, please 
circle the number that describes how well this survey measured the degree to which your 
family enjoys its life together, has its needs met, and is able to do things it likes and 
wants to do.
1 2 3 4 5
2. Please tell us anything else that is important to your family’s quality of life that this 
survey did not ask.
3. Please tell us anything that this survey asked that is not important to your family’s 
quality of life.
Thank you! You have finished completing the survey. Please indicate here to whom 
and where you would like me to send the check for $25:




Num ber of Missing Items Imputed Value
Phase One
Item 04, Importance Rating 3 4.07
Item 04, Satisfaction Rating 4 3.73
Item 06, Satisfaction Rating 1 4.33
Item 08, Importance Rating 1 4.44
Item 08, Satisfaction Rating 1 4.21
Item 11, Importance Rating 1 4.39
Item 11, Satisfaction Rating 1 4.02
Item 17, Importance Rating 2 4.54
Item 17, Satisfaction Rating 3 4.04
Item 21, Satisfaction Rating 2 4.13
Phase Two
Item 02, Satisfaction Rating 2 3.95
Item 05, Satisfaction Rating 1 4.00
Item 06, Satisfaction Rating 1 4.37
Item 08, Satisfaction Rating 1 4.08
Item 10, Satisfaction Rating 1 3.74
Item 11, Satisfaction Rating 1 3.82
Item 14, Importance Rating 1 4.45
Item 14, Satisfaction Rating 1 4.18
Item 15, Importance Rating 1 4.71
Item 16, Satisfaction Rating 1 3.89
Item 19, Satisfaction Rating 2 3.95
Item 20, Satisfaction Rating 1 4.32
Item 23, Importance Rating 2 4.38
Item 23, Satisfaction Rating 1 4.05




Num ber of Missing Items Imputed Value
Item 02 1 4.60
Item 04 1 4.30
Item 05 1 4.30
Item 06 1 4.73
Item 08 2 4.30
Item 09 1 4.21
Item 10 2 3.90
Item 11 1 4.37
Item 13 2 4.48
Item 18 2 4.73
Item 19 3 3.18
Item 20 4 3.35
Item 21 1 3.02
Item 24 1 2.98
Item 25 3 3.20
Item 28 1 3.12
Item 29 1 2.92
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APPENDIX N
Descriptive Statistics, BCFQLS, Subscales, and Item Scores
Phase One Range Median Mean (srf)
Combined Family Groups
BCFQLS 1.46-5.00 3.91 3.76 (0.802)
Disability-Related Support 2.12-5.00 4.06 3.96(0.939)
Family Member With Disability Has Support to Accomplish Goals 0.00-5.00 4.12 3.82(1.345)
at Home
Family Member With Disability Has Support to Accomplish Goals 0.00-5.00 5.00 4.15(1.201)
at School or Workplace
Family Member With Disability Has Support to Make Friends 1.00-5.00 3.75 3.73 (1.180)
Family Has Good Relationship With Service Providers 0.00-5.00 5.00 4.11 (1.273)
Emotional Well-Being 0.31-5.00 3.59 3.41 (1.101)
Family Has Support it Needs to Relieve Stress 0.00-5.00 3.75 3.43(1.448)
Family Members Have Friends or Others Who Provide Support 0.00-5.00 3.50 3.39 (1.373)
Family Members Have Some Time to Pursue Their Own Interests 0.00-5.00 3.75 3.48(1.279)
Family Has Outside Help Available to Take Care o f Special Needs 0.00-5.00 3.75 3.33 (1.748)
of All Family Members
Family Interaction 0.83-5.00 3.96 3.78(0.986)
Family Enjoys Spending Time Together 0.00-5.00 4.00 3.91 (1.293)
Family Members Talk Openly With Each Other 0.00-5.00 4.00 3.92(1.217)
Family Solves Problems Together 0.00-5.00 3.75 3.45 (1.178)
Family Members Support Each Other to Accomplish Goals 0.00-5.00 3.87 3.66(1.408)
Family Members Show They Love and Care for Each Other 0.00-5.00 5.00 4.10(1.353)
Family is Able to Handle Life’s Ups and Downs 0.00-5.00 3.75 3.63(1.149)
Parenting 0.21-5.00 3.81 3.71(0.938)
Family Members Help the Child(ren) Learn to be Independent 0.00-5.00 3.75 3.59(1.372)
Family Members Help the Child(ren) With School Work 0.00-5.00 3.75 3.74(1.123)
and Activities
Family Members Teach the Child(ren) How to Get Along 0.00-5.00 3.75 3.87(1.124)
With Others
Adults in Family Teach the Child(ren) to Make Good Decisions 1.25-5.00 3.75 3.81 (1.096)
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APPENDIX N. CONTINUED
Phase One Range Median Mean (sd)
Combined Family Groups 
BCFQLS 
Parenting
Adults in Family Know Other People in the Child(ren)’s Lives 0.00-5.00 3.75 3 70(1.222)
(Friends, Teachers, etc.)
Adults in Family Have Time to Take Care o f the Individual Needs 0.00-5.00 3.75 3.54(1.313)
of Each Child
Physical/Material Well-Being 1.45-5.00 4.01 3.91 (0.821)
Family Members Have Transportation to Get to the Places They 0.00-5.00 4 50 4.00(1.283)
Need to Be
Family Gets Medical Care When Needed 0.00-5.00 5.00 4.36(1.159)
Family Gets Dental Care When Needed 0.00-5.00 3.75 3.90(1.189)
Family Has a Way to Take Care o f Expenses 0.00-5.00 3.62 3.37(1.369)
Family Feels Safe at Home, Work, School, and Neighborhood 1.25-5.00 3 75 3.91 (1.122)
Families Whose Child Lived in the Family Home
BCFQLS 2.49-4.88 3.95 3.94 (0.667)
Disability-Related Support 2.19-5.00 4.31 3.98(1.036)
Family Member With Disability Has Support to Accomplish Goals 1.25-5.00 5.00 4.12(1.281)
at Home
Family Member With Disability Has Support to Accomplish Goals 0.00-5 00 5 00 4.14(1.285)
at School or Workplace
Family Member With Disability Has Support to Make Friends 1.00-5.00 3.75 3 69 (1.294)
Family Has Good Relationship With Service Providers 0.00-5.00 5.00 3.96(1 552)
Emotional Well-Being 1.25-5.00 3.62 3.47(1.066)
Family Has Support it Needs to Relieve Stress 1.00-5.00 400 3.78(1.347)
Family Members Have Friends or Others Who Provide Support 0.50-5 00 3.25 3.39(1.508)
Family Members Have Some Time to Pursue Their Own Interests 0.00-5.00 3.75 3.66(1.414)
Family Has Outside Help Available to Take Care o f  Special Needs 0.00-5.00 3.50 3.04(1.947)
of All Family Members
Family Interaction 2.54-5.00 4.33 4.16(0.700)
Family Enjoys Spending Time Together 1.25-5.00 5.00 4.30(0.916)
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APPENDIX N. CONTINUED
Phase One Range Median Mean (sd)
Families Whose Child Lived in the Family Home 
BCFQLS
Family Interaction
Family Members Talk Openly With Each Other 1.50-5.00 5.00 4.37(1.013)
Family Solves Problems Together 1.25-5.00 3.75 3.72(1.069)
Family Members Support Each Other to Accomplish Goals 0.00-5.00 5.00 4.08(1.352)
Family Members Show They Love and Care for Each Other 2.50-5.00 5.00 4.60 (0.787)
Family is Able to Handle Life’s Ups and Downs 1.25-5.00 3.75 3.93 (1.045)
Parenting 2.62-4.83 4.16 3.98 (0.662)
Family Members Help the Child(ren) Learn to be Independent 1.00-5.00 4.50 4.00(1.216)
Family Members Help the Child(ren) With School Work 2.50-5.00 3.75 3.92(1.020)
and Activities
Family Members Teach the Child(ren) How to Get Along 2.50-5.00 4.50 4.23 (0.857)
With Others
Adults in Family Teach the Child(ren) to Make Good Decisions 2.50-5.00 3.75 4.04 (0.909)
Adults in Family Know Other People in the Child(ren)’s Lives 1.25-5.00 3.75 3.80 (0.974)
(Friends, Teachers, etc.)
Adults in Family Have Time to Take Care of the Individual Needs 1.25-5.00 3.75 3.91 (1.152)
of Each Child
Physical/Material Well-Being 2.S0-5.00 4.00 3.96(0.689)
Family Members Have Transportation to Get to the Places They 0.00-5.00 4.00 3.65(1.601)
Need to Be
Family Gets Medical Care When Needed 2.50-5.00 5.00 4.52 (0.757)
Family Gets Dental Care When Needed 1.75-5.00 3.75 4.06 (0.942)
Family Has a Way to Take Care o f Expenses 1.25-5.00 3.75 3.55 (1.097)
Family Feels Safe at Home, Work, School, and Neighborhood 1.25-5.00 4.50 4.05 (1.091)
Families Whose Child Lived Outside the Family Home
BCFQLS 1.46-5.00 3.84 3.60  (0 .884 )
Disability-Related Support 2.12-5.00 4.06 3.94(0.865)
Family Member With Disability Has Support to Accomplish Goals 0.00-5.00 3.75 3.57(1.369)
at Home
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APPENDIX N. CONTINUED
Phase One Range Median Mean (sd)
Families W hose Child Lived Outside the Family Home 
BCFQLS
Disability-Related Support
Family Member With Disability Has Support to Accomplish Goals 1.00-5.00 5.00 4.17(1.146)
at School or Workplace
Family Member With Disability Has Support to Make Friends 1.50-5.00 3.75 3.77(1.095)
Family Has Good Relationship With Service Providers 1.25-5.00 5.00 4.25 (0.980)
Emotional Well-Being 0.31-5.00 3.56 3.36(1.147)
Family Has Support it Needs to Relieve Stress 0.00-5.00 3.25 3.13 (1.486)
Family Members Have Friends or Others Who Provide Support 0.00-5.00 3.50 3.39(1.272)
Family Members Have Some Time to Pursue Their Own Interests 1.00-5.00 3.50 3.33 (1.154)
Family Has Outside Help Available to Take Care o f Special Needs 0.00-5.00 3.75 3.58(1.547)
of All Family Members
Family Interaction 0.83-5.00 3.75 3.45 (1.084)
Family Enjoys Spending Time Together 0.00-5.00 3.75 3.58(1.484)
Family Members Talk Openly With Each Other 0.00-5.00 3.75 3.53(1.260)
Family Solves Problems Together 0.00-5.00 3.50 3.22(1.236)
Family Members Support Each Other to Accomplish Goals 0.00-5.00 3.25 3.29 (1.377)
Family Members Show They Love and Care for Each Other 0.00-5.00 4.00 3.67(1.588)
Family is Able to Handle Life’s Ups and Downs 0.00-5.00 3.50 3.38(1.191)
Parenting 0.21-5.00 3.71 3.48 (1.082)
Family Members Help the Child(ren) Learn to be Independent 0.00-5.00 3.50 3.25(1.424)
Family Members Help the Child(ren) With School Work 0.00-5.00 3.50 3.58(1.201)
and Activities
Family Members Teach the Child(ren) How to Get Along 0.00-5.00 3.75 3.56(1.244)
With Others
Adults in Family Teach the Child(ren) to Make Good Decisions 1.25-5.00 3.75 3.62(1.217)
Adults in Family Know Other People in the Child(ren)’s Lives 0.00-5.00 3.75 3.62(1.413)
(Friends, Teachers, etc.)
Adults in Family Have Time to Take Care o f the Individual Needs 0.00-5.00 3.50 3.23 (1.381)
of Each Child
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
200
APPENDIX N. CONTINUED
Phase One Range Median Mean (sd)
Families Whose Child Lived Outside the Family Home 
BCFQLS
Physical/Material Well-Being 1.45-5.00 3.86 3.86(0.929)
Family Members Have Transportation to Get to the Places They 2.50-5.00 5.00 4.31 (0.840)
Need to Be
Family Gets Medical Care When Needed 0.00-5.00 5.00 4.23(1.419)
Family Gets Dental Care When Needed 0.00-5.00 3.50 3.21 (1.569)
Family Has a Way to Take Care o f Expenses 0.00-5.00 3.75 3.76(1.368)
Family Feels Safe at Home, Work, School, and Neighborhood 1.75-5.00 3.75 3.78 (1.152)
Phase Two
Combined Family Groups
BCFQLS 1.93-4.90 3.84 3.65 (0.737)
Disability-Related Support 0.62-5.00 4.00 3.93(0.936)
Family Member With Disability Has Support to Accomplish Goals 1.00-5.00 3.75 3.79(1.162)
at Home
Family Member With Disability Has Support to Accomplish Goals 1.25-5.00 5.00 4.20 (0.970)
at School or Workplace
Family Member With Disability Has Support to Make Friends 0.00-5.00 3.75 3.72(1.139)
Family Has Good Relationship With Service Providers 0.00-5.00 3.75 4.00(1.142)
Emotional Well-Being 0.94-4.87 3.44 3.18(0.933)
Family Has Support it Needs to Relieve Stress 0.00-5.00 3.25 2.81 (1.273)
Family Members Have Friends or Others Who Provide Support 0.00-5.00 3.50 3.22(1.345)
Family Members Have Some Time to Pursue Their Own Interests 1.00-5.00 3.75 3.48(1.239)
Family Has Outside Help Available to Take Care o f Special Needs 0.00-5.00 3.50 3.23(1.515)
o f All Family Members
Family Interaction 0.62-5.00 3.66 3.50(1.020)
Family Enjoys Spending Time Together 0.00-5.00 3.75 3.64(1.237)
Family Members Talk Openly W ith Each Other 0.00-5.00 3.50 3.30(1.233)
Family Solves Problems Together 0.00-5.00 3.50 3.29(1.278)
Family Members Support Each Other to Accomplish Goals 0.00-5.00 3.75 3.40(1.286)
Family Members Show They Love and Care for Each Other 0.00-5.00 4.00 3.79(1.467)
Family is Able to Handle Life’s Ups and Downs 1.25-5.00 3.75 3.59 (1.068)




Combined Family Groups 
BCFQLS
Parenting 1.66-5.00 3.71 3.64(0.784)
Family Members Help the Child(ren) Learn to be Independent 0.00-5.00 3.69 3.57(1.164)
Family Members Help the Child(ren) With School Work 0.00-5.00 3.50 3.39(1.197)
and Activities
Family Members Teach the Child(ren) How to Get Along 1.50-5.00 3.75 3.75(1.036)
With Others
Adults in Family Teach the Child(ren) to Make Good Decisions 1.50-5.00 3.75 3.83 (0.931)
Adults in Family Know Other People in the Child(ren)’s Lives 2.50-5.00 3.75 3.77 (0.931)
(Friends, Teachers, etc.)
Adults in Family Have Time to Take Care o f the Individual Needs 1.25-5.00 3.69 3.55(1.091)
o f Each Child
Physical/Material Well-Being 1.00-5.00 4.00 3.97(0.830)
Family Members Have Transportation to Get to the Places They 0.00-5.00 5.00 4.08(1.294)
Need to Be
Family Gets Medical Care When Needed 0.00-5.00 5.00 4.20(1.116)
Family Gets Dental Care When Needed 0.00-5.00 3.75 3.47(1.334)
Family Has a Way to Take Care o f Expenses 0.00-5.00 3.75 4.00 (1.123)
Family Feels Safe at Home, Work, School, and Neighborhood 2.50-5.00 4.00 4.10(0.854)
Families Whose Child Lived in the Family Home
BCFQLS 1.93-4.92 3.89 3.72 (0.763)
Disability-Related Support 0.62-5.00 3.87 3.87(1.111)
Family Member With Disability Has Support to Accomplish Goals 1.25-5.00 4.00 4.02(1.089)
at Home
Family Member With Disability Has Support to Accomplish Goals 1.25-5.00 4.00 4.05(1.104)
at School or Workplace
Family M em ber W ith Disability Has Support to Make Friends 0.00-5.00 3.75 3.68(1.304)
Family Has Good Relationship With Service Providers 0.00-5.00 3.75 3.72(1.255)
Emotional Well-Being 0.94-4.87 3.50 3.16(1.066)
Family Has Support it Needs to Relieve Stress 0.00-5.00 3.25 2.75(1.397)
Family Members Have Friends or Others Who Provide Support 1.25-5.00 3.50 3.14(1.276)




Families Whose Child Lived in the Family Home 
BCFQLS
Emotional Well-Being
Family Members Have Some Time to Pursue Their Own Interests 1.25-5.00 3.75 3.59(1.294)
Family Has Outside Help Available to Take Care o f Special Needs 0.00-5.00 3.75 3.14(1.632)
of All Family Members
Family Interaction 1.91-5.00 4.00 3.75(0.949)
Family Enjoys Spending Time Together 1.25-5.00 4.00 4.00(1.003)
Family Members Talk Openly With Each Other 1.25-5.00 3.75 3.55 (0.967)
Family Solves Problems Together 0.00-5.00 3.75 3.47(1.483)
Family Members Support Each Other to Accomplish Goals 1.25-5.00 3.75 3.84 (0.969)
Family Members Show They Love and Care for Each Other 1.25-5.00 4.00 3.91 (1.262)
Family is Able to Handle Life’s Ups and Downs 1.25-5.00 3.75 3.72(1.204)
Parenting 1.66-5.00 3.96 3.70(0.860)
Family Members Help the Child(ren) Learn to be Independent 1.50-5.00 3.75 3.88(0.981)
Family Members Help the Child(ren) With School Work 1.25-500 3.50 3.44(1.147)
and Activities
Family Members Teach the Child(ren) How to Get Along 1.50-5.00 3.75 3.78(1.014)
With Others
Adults in Family Teach the Child(ren) to Make Good Decisions 1.50-5.00 3.75 3.61 (0.958)
Adults in Family Know Other People in the Child(ren)’s Lives 2.50-5.00 3.75 3.97(0.971)
(Friends, Teachers, etc.)
Adults in Family Have Time to Take Care o f the Individual Needs 1.25-5.00 3.69 3.53(1.219)
of Each Child
Physical/Material Well-Being 2.90-5.00 4.20 4.05 (0.697)
Family Members Have Transportation to Get to the Places They 0.00-5.00 4.00 4.01 (1.229)
Need to Be
Family Gets Medical Care When Needed 1.25-5.00 5.00 4.34 (0.972)
Family Gets Dental Care When Needed 0.00-5.00 3.75 3.46(1.265)
Family Has a Way to Take Care o f Expenses 2.50-5.00 5.00 4.26 (0.844)
Family Feels Safe at Home, Work, School, and Neighborhood 2.50-5.00 4.00 4.21 (0.778)




Families Whose Child Lived Outside the Family Home
BCFQLS 1.95-4.86 3.77 3.57 (0.723)
Disability-Related Support 2.62-5.00 4.03 3.98(0.758)
Family Member With Disability Has Support to Accomplish Goals 1.00-5.00 3.70 3.58(1.217)
at Home
Family Member With Disability Has Support to Accomplish Goals 2.50-5.00 5.00 4.34 (0.828)
at School or Workplace
Family Member With Disability Has Support to Make Friends 2.00-5.00 3.62 3.75 (0.990)
Family Has Good Relationship With Service Providers 1.25-5.00 5.00 4.27 (0.980)
Emotional Well-Being 1.75-4.69 3.40 3.21 (0.816)
Family Has Support it Needs to Relieve Stress 0.00-4.50 3.25 2.87(1.177)
Family Members Have Friends or Others who Provide Support 0.00-5.00 3.50 3.29(1.436)
Family Members Have Some Time to Pursue Their Own Interests 1.00-5.00 3.62 3.37(1.207)
Family Has Outside Help Available to Take Care o f Special Needs 0.00-5.00 3.37 3.31 (1.432)
of All Family Members
Family Interaction 0.62-4.79 3.50 3.26 (1.053)
Family Enjoys Spending Time Together 0.00-5.00 3.37 3.30 (1.361)
Family Members Talk Openly With Each Other 0.00-5.00 3.50 3.06(1.426)
Family Solves Problems Together 0.00-5.00 3.37 3.11 (1.056)
Family Members Support Each Other to Accomplish Goals 0.00-5.00 3.50 2.99(1.430)
Family Members Show They Love and Care for Each Other 0.00-5.00 4.37 3.67(1.664)
Family is Able to Handle Life’s Ups and Downs 1.75-5.00 3.75 3.46 (0.933)
Parenting 2.50-5.00 3.64 3.59(0.723)
Family Members Help the Child(ren) Learn to be Independent 0.00-5.00 3.50 3.28(1.273)
Family Members Help the Child(ren) With School Work 0.00-5.00 3.50 3.35(1.271)
and Activities
Family Members Teach the Child(ren) How to Get Along 1.75-5.00 3.75 3.72 (1.082)
With Others
Adults in Family Teach the Child(ren) to Make Good Decisions 2.50-5.00 3.75 4.05 (0.876)
Adults in Family Know Other People in the Child(ren)’s Lives 2.50-5.00 3.50 3.57 (0.870)
(Friends, Teachers, etc.)




Families Whose Child Lived Outside the Family Home
BCFQLS
Parenting
Adults in Family Have Time to Take Care o f the Individual Needs 1.25 3.62 3.56(0.986)
of Each Child
Physical/Material Well-Being 1.00-5.00 4.00 3.88(0.950)
Family Members Have Transportation to Get to the Places They 0.00-5.00 5.00 4.13 (1.382)
Need to Be
Family Gets Medical Care When Needed 0.00-5.00 4.50 4/07(1.249)
Family Gets Dental Care When Needed 0.00-5.00 3.62 3.48(1.430)
Family Has a Way to Take Care o f Our Expenses 0.00-5.00 4.50 3.73(1.307)
Family Feels Safe at Home, Work, School, and Neighborhood 2.50-5.00 3.87 4.00 (0.928)
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